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ABSTRACT
 
PROBLEM
 
Sixty-three developmentally disabled adults were forced to move
 
from Patton State Hospital to community settings when services were
 
terminated. These long term hospital residents with extensive service
 
needs moved to smal1, integrated homes. Established theories in
 
developmental services predict that this change would have a positive
 
impact on the participants' development.
 
RESEARCH METHOD AND DESIGN ;
 
There were two distinct research components. A program evaluation
 
component used established indicators to assess the accomplishment of
 
objectives that were established prior to implementation. A cost
 
effectiveness study compared costs and resident development, over a two
 
year period, for persons moving from Patton to the community. Two
 
quasi-experimental designs, time series and pretest-posttest were
 
employed to evaluate participant progress.
 
MAJOR FINDINGS AND CONCLUSIONS
 
The program evaluation component demonstrated that the major
 
Project objective, relocating clients to better or equal settings within
 
one year, was accomplished. The cost effectiveness study found a
 
reduction in costs and client progress. Significant developmental gains
 
were found in all areas of self help skills, and major improvements were
 
also noted in the reduction of maladaptive behaviors.
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PREFACE
 
California had a problem at Patton State Hospital in 1980. The
 
hospital housed persons requiring mental health services and a distinct
 
population who required developmental services. The program for persons
 
with developmental disabilities was hard to administer, was too small to
 
be cost effective, and would require a significant amount of costly
 
remodeling to retain its eligibility for federal matching funds. The
 
State decided, instead, to use some of the money it had committed to
 
renovation for the developTniiment of a community service system that
 
woul d be designed for current hospital residents. The "Patton Project"
 
was initiated.
 
This paper will review the theory, research, and history of
 
deinstitutionalization. The Patton Project will then be examined from
 
two perspectives. The first will be a program evaluation study that
 
asks, "Did the Project achieve its objectives?". The second perspective
 
will be a cost effectiveness study that compares the cost of continued
 
hospitalization to community services and measures the impact of
 
deinstitutionalization on the clients' development.
 
The federal government has proposed a change in regulations that
 
would decrease the percentage of federal participation in the cost of
 
residential services for persons who reside in large institutions over
 
the next ten years. The Patton Project is the largest single effort by
 
California to move severely disabled hospital residents to community
 
settings. The results of this study have significance in relation to
 
the feasibility, the costs, and the treatment implications of large
 
scale, voluntary deinstitutionalization efforts that may be required by
 
the change in federal regulations.
 
The paper was completed to satisfy the thesis requirement of the
 
Masters Program, School of Administration, Public Administration
 
Department of California State College, San Bernardino. Special
 
acknowledgement is due to Dr. Naomi Caiden who patiently reviewed drafts
 
of this paper, questioning assumptions, and demanding clarification. A
 
particular debt is acknowledged to the professionals at Patton, in
 
Sacramento, at the Regional Center, and in community service settings
 
who lived through the "growing pains" of a new and demanding process.
 
Their commitment to client service, and selfless sacrifices made the
 
Patton Project work.
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CHAPTER I
 
NORMALIZATION AND THE DEVELOPMENTAL MODEL
 
THE FOUNDATION OF DEINSTITUTIONALIZATION
 
There has been a shift in the nature of services provided to
 
persons with developmental special needs during the last twenty years.
 
Services are now provided in community settings close to the consumer's
 
family rather than in large state institutions that are isolated from
 
the rest of society. Significant efforts have also been made to move
 
previous state hospital residents to community settings. A variety of
 
forces have contributed to this trend. This chapter will examine the
 
principles of normalization and the developmental model. These two
 
concepts are the primary philosophical and theoretical models that
 
support deinstitutionalization.
 
Normalization
 
The principle of normalization has been defined as "making
 
available to all mentally retarded people patterns of life and
 
conditions of everyday living which are as close as possible to regular
 
circumstances and ways of society" (Nirje, 1976, p. 231). This
 
principle challenges a number of the myths and stereotypes commonly held
 
in relation to people with disabilities and is based on the premise that
 
they are more like us than they are different. The use of culturally
 
normative settings and treatment will support and enhance the behavior
 
and status of the person with mental retardation. The choice of
 
specific means should be based on individual developmental needs
 
(Bronston, 1980).
 
Normalization can be viewed as a "process whereby devalued
 
persons are revalued" (Smith, 1982, p. 35). Community integration will
 
not only help the retarded to learn how to act in society, it will also
 
have an impact on "normals'" distorted attitudes about people with
 
disabilities (Fram, 1974). Integration, to be effective, must include
 
three elements:
 
1. 	Physical. Work and residential settings for persons with
 
disabilities must be in the same areas as for the rest of
 
society.
 
2. 	Social. There must be the opportunity for regular contact
 
with "normals".
 
3. 	Personal. Each person must be encouraged to take advantage
 
of physical and social factors that encourage interaction
 
between the disable^and society.
 
Normalization can also be viewed as a bridge between ideal
 
cultural values and their implementation. It provides a "technology for
 
achieving the goal of maximizing culturally acceptable behavior"
 
(Menolascino, 1977, p. 78) and establishes minimum standards for the
 
planning and provision of services (Bronston, 1980). Finally, the
 
principles of normalization reflect a personal and professional
 
commitment to the dignity and rights of each person with a disability.
 
It has been embraced by professionals and advocates in the field of
 
developmental services, and is the foundation of current efforts to
 
improve the service system (Smith, 1982).
 
The principle of normalization was developed in an effort to
 
explain and systematize the experience of Scandinavian countries during
 
World War II. When the Germans conquered a country, it was common for
 
them to enter institutions for the mentally ill and the retarded, and to
 
kill large numbers of the inmates. In a humanitarian gesture, the
 
decision was made to hide large numbers of the retarded with families
 
until after the war was over. When the war ended, a number of the
 
inmates didn't need to return. They had been accepted in their
 
communities and, in many cases, developed the skills necessary to blend
 
into the neighborhoods. Professionals began to question the need for
 
institutions. Bank-Mikelson in Denmark, and later Grunewald and Nirje
 
in Sweden contributed to the development of a new model for the service
 
of the retarded in the community (Perske, 1980).
 
The critical element in this development was the recognition
 
that some personal characteristics are chosen by a society and given a
 
negative value. Persons with these characteristics often stimulate
 
fear, hate, or alienation in others. They have a stigma that causes
 
them to be perceived as less than human. The stigma can be overcome by
 
changing the circumstances that attract negative attention to the
 
person. Increasing the exposure of a "deviant" to "normals" will allow
 
him to/dev^op^the^characteristies that are positively valued in that
 
cul ture_ and to modify thos§^jcharacteristies that attract negative
 
attention (California, 1978). The goal, then, becomes treating the
 
service setting rather than the person.
 
The principles of normalization were further refined and brought
 
to the United States by Wolf Wolfensberger. He insisted that
 
normalization was more than a theory, it was a human management
 
principle. By this, he meant a "consistent set of assumptions and/or
 
facts about persons served, the persons serving them, and the means and
 
measures by which the servers serve the served" (1972, p. 72). The
 
principles of normalization become service system standards that guide
 
our interventions with and for persons with developmental special
 
needs.
 
The service standards that flow from the principles of
 
normalization emphasize the physical setting. The facility not only
 
reflect society's perception of the service consumers, but also shapes
 
the community's perception of the value and worth of the consumers. The 
basic question in assessing the service facility is, "would valued 
members of society use it in the same way that our consumers will?" In 
general, small, highly specialized, established settings that are 
siightly modified to meet any individual needs are preferred (Sokoloff,
 
1976). Normalization emphasizes the interaction between program and
 
environment, and recognizes that developmental outcome is a result of
 
both of these forces.
 
Elements of Normalization
 
The principle of normalization includes a number of specific
 
elements that are considered in the evaluation of any service setting
 
(Wolfensberger, 1972). Components of normalization include physical and
 
social integration, and age and culture-appropriate interpretations and
 
structures. Physical Integration refers to the proximity of the
 
facility to population clusters and its accessibility to consumers and
 
generic service providers. The service capacity is limited to a number
 
that has the potential for integration into the community and the
 
neighborhood, maximizing the exposure of the retarded to their
 
neighbors. Social Integration is a result of program policies and
 
practices that support the interaction of consumers and others as well
 
as the actual pattern, frequency, and intensity of interactions.
 
Integration is enhanced by small, dispersed settings that blend into
 
their neighborhood, and by practices that encourage the utilization of
 
the same community resources that others use. The Age and Culture
 
Appropriate Interpretations and Structures" Standard asks, "what is
 
expected of a person of that age, in that.culture, to enable him to
 
project an image that does not mark him as deviant in the sight of
 
others?" A person's daily routine, dress, and activities should be
 
similar to his peers who do not have a disability. It is based On the
 
recognition that there is an interaction between people's perceptions,
 
their expectations, their behavior, and the consumer's self image.
 
Services for the mentally retarded must meet the same standards as
 
comparable services for others (no more, and no less).
 
Normalization principles establish a number of other evaluation
 
standards. Model Coherency refers to program issues. It looks at the
 
consistency between the service program content, the program process,
 
the person that the program is designed to serve, and the program's
 
administration. A school, for example, should serve students using an
 
educational model. It should not be the person's residence, place of
 
work, or a medical facility. Developmental Growth Orientation looks for
 
a commitment to growth oriented expectations that are manifested by
 
policies, procedures, services provided, and staff attitudes. Quality
 
of Setting tries to look at the physical plant from the consumer's
 
perspective In relation to comfort, beauty, and appreciation for the
 
uniqueness of each person. "Is this a setting that would be used by
 
valued members of society?", is the key issue. Finally, Administration
 
recognizes that good intentions are not enough: to be effective, an
 
organization must be committed to staff development, planning and
 
program evaluation. It must be structured according to sound management
 
principles, and demonstrate sound fiscal practices. (Wolfensberger,
 
1972, and Menolascino, 1977).
 
The Goal of Normalization
 
The principles of normalization, then, are aimed at improving
 
the adjustment of persons with mental retardation to society by
 
enhancing their competencies and skills in those areas that are valued
 
by society (California, 1978). Normalization reflects an effort to "try
 
to elicit and maintain behaviors and appearances that come as close to
 
being normative as circumstances and the person's behavioral potential
 
permit" (Wolfensberger, 1972, p. 28). It is culture specific, based on
 
the importance of positive expectations, and accepts the humanness of
 
persons with mental retardation as given. To be effective,
 
interventions are chosen that are the least intrusive, least disruptive,
 
and the least departure from normal that will still meet the
 
individual's developmental needs. This principle is referred to as the
 
least restrictive appropriate alternative (Accreditation Council, 1978).
 
This standard implies that there must be available a wide range of
 
service options that vary in their degree of intrusiveness. It also
 
accepts that there is a dignity in risk; to choose the least restrictive
 
alternative, one must accept that there is the possibility that the
 
person will not be completely successful. Development often occurs when
 
we are faced with new or challenging circumstances, situations that we
 
haven't mastered. The opportunity for development, implies the
 
possibility of failure. To assure the retarded "safety", is to limit
 
their potential for development.
 
Normalization insists that service consumers be perceived in a
 
manner that challenges tradition. Society often defines persons with
 
mental retardation as subhuman deviants who are objects of either
 
charity, ridicule, or fear. Our consumers are defined, based on
 
normalization, as human citizens with rights, and individuals capable of
 
growth. They are seen as more like"us" than different. People who
 
need challenges "even if these challenges imply a measure of risk and
 
discomfort" (Wolfensberger, 1972, p. 72).
 
Mental retardation can be seen as a set of three handicaps that
 
Interact. There is the individual handicap manifested in subnormal
 
cognition and impaired adaptive behavior. The second handicap is
 
imposed or acquired through an interaction with the environment.
 
Behavioral misfunctioning or underfunctioning often results from
 
environmental deprivation. The final handicap results from the person's
 
awareness of the stigma(s) that cause society to see the person as
 
deviant. A distorted self concept and unproductive defense mechanisms
 
often result (Nirje, 1976). The principles of normalization can impact
 
each handicap through intensive, individualized services. The first can
 
J ■ 
be diminished through training that increases the development of those
 
adaptive behaviors valued by society. The second, the environmental
 
handicap, can be replaced with stimulation in a normal setting. A
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distorted self concept, the third handicap, can be improved as the
 
person gains community acceptance.
 
The principle of normalization is closely linked to other
 
theories that are popular in developmental services. Learning theory
 
would support the premise that we learn by observing and doing. Like
 
normalization, it would predict that the retarded will learn to be
 
"normal" through community interaction and positive expectations. The
 
developmental model, the other cornerstone of developmental services,
 
accepts the principles of individualization and the potential for
 
growth as given, much like normalization.
 
Normalization, and its axiom, the least restrictive appropriate
 
alternative, have become the foundation for numerous laws, regulations,
 
and programs. Small, community based settings are accepted as "better"
 
based more on ideology than on research. There are three hypotheses of
 
normalization that are still not proven (Butler & Bjaanes, 1977):
 
1. 	Total institutions fail to increase individual competence
 
and are detrimental to social skill development.
 
2. 	"Normal" environments will increase individual development.
 
3. Community care facilities provide a normal environment.
 
The other major criticism of the normalization principle is that it
 
favors the dominant culture's values, and these values may not be
 
directly related to development (Landesman-Dwyer, 1981).
 
Developmental f^odel
 
The developmental model is the other cornerstone of current
 
developmental services. It is based on a belief in the potential of us
 
all to change and grow, and recognizes the importance of the environment
 
in this process. Like normalization, it emphasizes the importance of
 
the service setting. The developmental model would support a setting
 
that encourages interaction with the environment, maximizes
 
staff-resident interaction, can respond to individual needs, and
 
supports age and culture appropriate behavior (Wolfensberger, 1976). A
 
residence, for instance, should be a typical home in the community with
 
minor modifications that support growth.
 
This theory postulates the existence of the developmental
 
imperative, a strong drive to develop and grow that is found in all
 
people (Smith, 1982). Life is change, and we all have the capacity and
 
the need to develop. Development is sequential and orderly. We all
 
progress through the same steps in any given domain in the same order.
 
There are critical times when a person is "ripe" for the next step, and
 
growth can be impacted by active intervention. The variance in
 
development that occurs is a result of an interaction between genetic
 
capacity and the environment. Program goals should be to modify
 
selectively the direction of behavior change through intervention that
 
supports development in those areas that are valued by society
 
(Menolascino, 1977).
 
The developmental model is the opposite of the defect model
 
(Human Services Associates, 1979). The latter was popular until
 
recently. It emphasizes the inherent weakness and limited potential of
 
the "mentally deficient", and is the basis for social institutions that
 
emphasize protection and custody, and/or isolation and warehousing of
 
the retarded. The defect model sees the retarded as society's
 
"surplus". They lack the social and technical skills that are valued.
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and have undesirable attributes that could be dangerous. These deviants
 
are, at best, a burden and, at worst, a menace (Farber, 1968).
 
The developmental model also begins with a recognition of social
 
values. Our society values intelligence, social adaptability, emotional
 
independence, economic self-sufficiency, and physical attractiveness.
 
Persons with mental retardation must develop these skills to be
 
accepted and integrated. Developmental program goals, then, include:
 
1. 	Increase the person's environmental control and range of
 
choices.
 
2. 	Increase the person's ability to perform complex tasks.
 
3. 	Maximize the person's capacity to conform to cultural
 
expectations.
 
The process of skill building and socialization can best be accomplished
 
in a setting that is individualized and that provides an environment
 
that makes culturally appropriate demands on the person (Menolascino,
 
1977).
 
Deinstitutionalization
 
It should be clear, by now, that the service setting can be a
 
critical variable. A building design can have a significant impact on
 
what goes on inside. The design will establish role expectations for
 
the residents and the staff, and will provide or limit the opportunities
 
and demands available to the residents. It will impact and interact
 
with treatment staff expectations to determine the nature and intensity
 
of services. A sparsely furnished, isolated setting will convey a
 
message to staff and residents about what is expected and the worth of
 
the consumers (Wolfensberger, 1976). Large institutions, by nature, can
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limit the consumers' opportunities. Small community settings have a
 
greater potential to provide individualized and appropriate treatment.
 
Problems with large institutions for the mentally retarded have
 
become apparent. Regimentation, lack of privacy, impersonal treatment,
 
limited freedom and community interaction, and lack of resident
 
development have plagued state hospitals (Neufeld, 1979). Deinstitu­
tionalization, the movement of persons from large facilities to smaller
 
ones, is a response to these problems. It is, now, "firmly established
 
with the social service system as a predominant philosophy, a
 
functioning process, and a demonstrable social reality" (Best-Sigford
 
et. al., 1978). Oeinstitutionalization is characterised by efforts to;
 
1. 	Create and maintain integrated environments that are
 
consistent with settings used by the rest of society.
 
2. 	Bring persons from restrictive and isolated settings to
 
places where they will have an opportunity to be part of the
 
mainstream.
 
3. Assure human and legal rights are observed (Neufeld, 1979).
 
The move is ideologically driven, is based on the principles of
 
normalization and embodies humanitarian goals. It calls for the
 
eventual closing of all institutions.
 
Oeinstitutionalization rests on a number of well defined
 
principles. It views people with mental retardation as capable of
 
significant growth. Although the condition often results in a life-long
 
need for service, the intensity of service required will decrease with
 
appropriate intervention. Services should be provided in the most
 
natural environment that has the capacity to meet the consumer's needs
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so that social integration is maximized. Generic services should be
 
used whenever possible, and age appropriate role options made available
 
(O'Brien, 1979). The movement from institutions to the community must
 
be based on individual considerations. It must only occur when
 
community services are available that are better than services in the
 
existing residence. Professionals are responsible for assuring the
 
availability of a range of options so that persons with a wide range of
 
service needs can be served. The degree of handicap cannot become a
 
barrier to community access. Institutional behaviors are not a
 
realistic predictor of potential to profit from community settings.
 
Service planning must include staff training, stable funding, protection
 
of client rights, integration, and the availability of a full range of
 
support services (Human Services Associates, 1979).
 
The community-institution question has forces on each side. It
 
has resulted in a professional polarization that is not productive
 
(Landesman-Dwyer, 1981). Some are frustrated by the slow movement from
 
institutions while others are alarmed at the "dumping" of people before
 
services ar available. The debate often involves value-laden terms and
 
ignores more meaningful questions such as:
 
Movement at what price?
 
Deinstitutionalization for whom?
 
What service standards should be used?
 
The Partiow Review Committee, a group of developmental service
 
professionals, recently challenged the trend toward community
 
development for persons in state hospitals (Ellis et. al., 1981). They
 
argued that deinstitutionalization is based on values rather than
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research. Some residents are so disabled that community training is
 
inappropriate. They need enriched daily programs that are too costly to
 
provide in any setting other than an institution. Menolascino and McGee
 
(1981, p. 219) countered that, "institutionalized mentally retarded
 
persons are there because of archaic professional views that
 
persistently support social policies designed to maintain institutions
 
regardless of the demonstrable need and potentials of mentally retarded
 
persons". The Partiow findings become self-fulfilling prophecies that
 
blame the client rather than the professional community responsible for
 
serving him. The Committee's findings are based on opinion rather than
 
research, ignore individual rights, and threaten the professional
 
consensus for deinstitutionalization that is critical for continued
 
development.
 
The effectiveness of deinstitutionalization is also subject to
 
interpretation. Menolascino and McGee (1981) believe that the research
 
clearly demonstrates that institutions can be a barrier to development
 
and that appropriate community care has proven its positive impact.
 
They also note that the extent of service needs should not be a barrier;
 
a wide range of persons have been successfully served. On the other
 
hand, Eyman, Demaine, and Lei (1979), in their research review find
 
little empirical support for dei nstitutionalization. They warn, "if we
 
cannot demonstrate, at some time, the effectiveness of normalization and
 
community homes, it may well be that large institutions will be
 
rediscovered" (p. 330).
 
CHAPTER II
 
LITERATURE REVIEW
 
There has been a great deal of research in the area of
 
deinstltutionalization. Trends demonstrating the development of
 
community resources and the changing characteristics of state hospital
 
residents have been studied. Efforts to compare the cost of service in
 
state institutions and the community are available. The characteristics
 
and problems of community care have been studied. The impact of
 
deinstitutionalization on client development has also been addressed.
 
This chapter will review significant studies in these areas. The review
 
will demonstrate that many studies have arrived at different
 
conclusions, and that a comprehensive longitudinal study that follows
 
the same subjects from the state hospital to the community is needed.
 
Deinstitutionalization
 
The movement of persons with mental retardation from hospitals
 
to the community has been the dominant trend of the last fifteen years.
 
The number of retarded in public institutions peaked in 1967 at
 
200,000, and has been reduced to less than 130,000 (Best-Sigford et.
 
al., 1982). The number of privately operated community facilities
 
doubled between January 1973 and June, 1977. Over a third of the
 
retarded who do not live with their families, now live in community
 
facilities. 70% of these facilities serve ten or fewer persons
 
(Bruninks, Hauber, and Kudla, 1977). These national trends, while
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significant, cannot be held out as a reflection of consensus. There are
 
wide variations betv/een states. Some states provide out of home
 
services for about half of the retarded in the community, while others
 
offer this option to less than a fifth (Couglin, 1981). There are still
 
over fifty institutions that house a thousand or more persons, and the
 
average capacity of state hospitals is over seven hundred (Smith,
 
1982).
 
Admission rates have also showed dramatic declines since 1965.
 
Less than a third of first admissions to state hospitals now come from
 
their own homes (Bruinks, et. al., 1977). Readmission of previous
 
residents, in fact, has exceeded first admissions since 1978 (Lankin,
 
et. al., 1982). About two thirds of the discharges are more able (mild
 
or moderate retarded) persons who do not have significant medical or
 
behavior problems. This has changed the kind of persons served in state
 
institutions. Three fourths of the current residents are severely or
 
profoundly retarded, and the vast majority of the rest have other
 
significant service needs (Bruinks, et. al., 1979). Community options,
 
then, have developed rapidly, and now serve a large number of the
 
clients who do not have extensive service needs. Discharge and
 
admission trends have resulted in a "hard core" of persons who remain
 
hospitalized. They require a wider range and greater intensity of
 
services.
 
There is now a significant difference between persons in
 
institutions and people in the community. A third of the retarded
 
living in community facilities are serverly or profoundly retarded, and
 
over half are children. Two thirds of the retarded in institutions are
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adults (Nihara, 1977). A fifth of the releases go home, about half to
 
community facilities (over IS% to large facilities), and about a quarter
 
go to other institutions (Best-Sigford, et. al., 1982). For those
 
remaining in institutions, there is a strong difference of opinion as to
 
what role, if any, the community can and should play (Coughlin, 1981).
 
Butterfield (1977) estimates that it will be at least 1990 before the
 
community is ready for persons with greater service needs, and questions
 
whether it will ever be the best setting for many. Cullari and Fergusen
 
(1981), however, argue that behavior modification, a critical need for
 
the majority who are now institutionalized, is poorly implemented in
 
large settings. They note that the focus is on the individual rather
 
than the environment, and that behaviors usually reoccur shortly after
 
the intervention ends. The institution, then, is a barrier to the
 
provision of services to its current population.
 
Quality of care is only half of the cost effectiveness debate.
 
State hospitals are very expensive. MenoTascino (1977) notes that it
 
currently costs more to serve the 5% of the retarded in institutions
 
than the other 95% in the community. State institutions are big
 
business. They represent over two billion dollars a year in program
 
expense and three billion dollars in assets (Menolascino, 1977). In
 
1975 only a fourth of these facilities were accredited by the Joint
 
Commission for Accreditation of Hospitals. New federal standards for
 
participation in the Medic-Aid program require extensive investments by
 
states to improve the physical plant of their institutions. Three
 
quarters of a billion dollars in three years was required to meet these
 
standards (Gettings, and Mitchell-Jennings, 1980). Between 1977 and
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1980, 83% of an money aVlocted for capital expenditures for the
 
retarded went to existing state institutions (Coughlin, 1981). This
 
heavy investment reflects a long terra commitment by states to existing
 
state facilities. ^ ,
 
Rapidly rising costs are of great concern to policy makers.
 
Public costs for the retarded increased from $325 million in 1961 to
 
$11.7 billion in 1980 (Coughlin, 1981). The majority of the costs in
 
1961 were absorbed by states to serve 167,000 inmates. $5.4 billion of
 
the current costs are paid by federal funds. About 60% of the current
 
costs are for residential services, while 40% are for community based
 
support services that were not avail able 25 years ago (Coughlin, 1981).
 
67% of current state budgets stil1 go to state hospitals. The cost of
 
state hospitalization almost tripled in the seventies. Federal costs
 
for the ICF/MR program quadrupled between 1976 and 1981 (Coughlin,
 
1981).
 
The cost of community services has also been studied. "An
 
implicit assumption of deinstitutionalization is that community based
 
residential alternatives are not only more normalized... but (are) also
 
less expensive" (Intagliata, 1979). Cost studies for community care are
 
difficult because it is hard to identify all community costs (Nihara,
 
1977). There are often a number of funding sources and a variety of
 
hidden costs. Intagliata (1979) found marked savings in the cost of
 
residential care in the community, primarily due to savings resulting
 
from persons living with their family or in foster care homes. Mihara
 
■ ■ ' ■ I 
(1977) found similar savings in the cost for room and board, but noted
 
that community costs approached hospital costs when similar services
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were provided. Another study also found similar costs, and noted that
 
I
 
community savings were the result of linderutil ization of generic
 
professional resources (Nihara, Mayeda, Wai, 1977). In a literature
 
i
 
review, Landesman-Dwyer (1981), found that cost per service unit was
 
similar for institutional and community care, and that there was little
 
evidence that budgets were related to the amount or appropriateness of
 
service needs. The studies are further complicatd by the difference in
 
populations now served in hospitals and community homes. "There is a
 
pressing need to evaluate the cost effectiveness of programs"
 
(Landesman-Dwyerj 1981, p. 226)'.
 
The research reviewed makes it clear that state hospitals are
 
serving fewer persons at a greater cost than they did twenty years ago.
 
It is also apparent that a community service system has developed and
 
now is a major resource to persons with mental retardation. It has not
 
been clearly demonstrated that the community option is "better" or
 
"cheaper".
 
Community Care
 
A number of principles have evolved during the development of
 
community services for the retarded. In Nebraska, ENCOR developed a
 
service system based on the principles of normalization and the
 
developmental model. They began with the premise that any service or
 
series of services can be developed in the community. The system can
 
and must meet the residents' educational, developmental, vocational,
 
residential, health, and couseling needs (Menolascino, 1977). Good
 
residential care depends on staff training, adequate support services,
 
and an individual developmental orientation (Peck, 1980). Coughlin
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(1981), in his assessment of our current status believes that federal
 
regulations and the courts have made warehousing a thing of the past,
 
and that community care has demonstrated its potential to contribute to
 
the development of persons with mental retardation. Landesman-Dwyer
 
(1981), notes that there are some ways to improve the quality of
 
community care that are accepted as givens; more money, more staff,
 
smaller programs, better training, and normalization are often accepted
 
as "the answer".
 
There is clear evidence that community care has become, at a
 
minimum, a viable element in the developmental service system. There
 
has been a growth in the number and range of community facilities.
 
There are at least 5,000 small residential facilities in 40 states.
 
Most were established in the last ten years, are small, and private
 
(Coughlin, 1981). Long waiting lists for services, common in the
 
sixties, have been either significantly reduced or eliminated. In spite
 
of these gains, "a continuum of residential care exists more in rhetoric
 
than in reality" (Coughlin, 1981, p. 4).
 
Significant barriers to deinstitutionalization still exist.
 
Many neighborhoods resist the development of facilities, fearing for
 
their safety or expressing concern about property values. Community
 
facilities are plagued by uncertain funding, high staff turn-over, and
 
poor access to generic support services. There is also significant
 
resistance to deinstitutionalization from state employees, parents of
 
hospital residents, and service professionals. The strong institutional
 
lobby prevents effective linkages between community and state services,
 
and creates competition for political support, money, and professional
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talent (Rothman, 1979). Significant fiscal and regulatory disincentives
 
remain for community development. Since the majority of community
 
facilities are private, the community service system often suffers from
 
fragmentation. There is often a lack of formal linkages between
 
residential, medical, developmental and other support services. Access
 
to and availability of necessary programs has become a critical issue.
 
Interagency coordination remains weak. Jaslow and Spana (19977) report
 
substantial discrepancies between client needs and services, and
 
Coughlin (1981) points to a substantial number of inappropriate
 
community placements. Nihara (1977, p. 142) notes that "hospital
 
residents are served by a closed system of comprehensive services based
 
on need while community based clients are served by diffused system with
 
needs met as services are avaiable".
 
Community placements, to a large extent, are based on the
 
hypothesis, implicit or explicit, that there is a positive relationship
 
between how normal an environment is and the achievement of
 
developmental potential. A change in environment should produce a
 
change in behavior. Butler and Bjaanes (1977) identify three types of
 
service environments that range from least to most normalizing:
 
1. 	A custodial setting emphasizes resident control. The
 
{
 
buildings and activities are designed for security and
 
discipline.
 
2. 	A maintenance environment is designed to assure the
 
provision of care. The emphasis is on a medical model;
 
patients receive humane care from providers who know what is
 
good for them.
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3. 	A therapeutic setting provides developmental experiences
 
that are individualized based on need and potential.
 
Consumers select services from a range of options.
 
The factors that are critical in determining which of the three
 
environment types that a setting provides include size of setting,
 
availability and utilization of community interaction opportunities, and
 
caregiver training and attitudes. Wilier and Intagliata (1981) found
 
that community adjustment vvas not related to facility size, or to
 
whether the facility was in a rural or urban setting. Staff orientation
 
and values appeared to be the critical variables. Adjustment was relatd
 
to staff who saw each consumer as an individual, and who wanted to make
 
the resident more independent.
 
Quality of care appears to be related to two critical elements,
 
size of the facility and the quality of staff. Coughlin (1981) believes
 
that the quality of staff is the critical element. Staff quality is
 
impacted by poor pay, low status, and high turn over that has already
 
been discussed. Decreasing the staff to resident ratio is not directly
 
related to improved quality of care in the community or in state
 
facilities (Landesman-Dwyer, 1981). The availability of too much staff
 
can reduce staff-resident interaction and, in some cases, quality of
 
care. Staff behavior can have an impact on client care and appears to
 
be related to training in the areas of behavior modification and
 
individual growth and development. While staff development is
 
important, it is not a panacea (Eyman and Cal1, 1977). Supervision and
 
staff i nvolvement i n decision maki ng also pi ay a role (Landesman-Dwyer,
 
1981).
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There has been a great deal of research on the relationship 
between size and quality of care. Most of the research notes a trend 
toward better care as size is reduced, but also finds a wide variation 
in quality of care at each size. Landesman-Dwyer (1981), concludes from 
her literature review that depersonalization often results from large 
institutional care. A small setting, however, doesn't assure quality of 
care or a less restrictive environment. Baroff (1980) and Peck (1980) 
both found that small settings are more likely to provide resident 
oriented care that emphasizes individualized active treatment. Greater ■ 
resident-community contact is also more likely. Both studies are quick 
to point out, however, that this is a trend and not an assurance. Many 
larger facilities provided better services than some smaller one. 
McCormick, Balla, and Zigler (1975) found a greater variation in 
resident-oriented care in facilities of the same size than they did in. 
facilities of different sizes. It appears that quality of care is 
related to resident development (Eyman, and Call, 1977). 
Landesman-Dwyer (1981) concludes that for a given residential type (eg. 
group home, state hospital) size is not related to quality of care. 
Baroff (1980), in a more sweeping review, questions whether size is 
important. 
The service setting is an important factor. "Environmental
 
variables are better predictors about how individuals will behave than
 
are individual characteristics or traits" (Landesman-Dwyer, 1981, p.
 
227). It is not, however, a question of one or the other. Just as no
 
single environmental factor is critical, neither the environment nor the
 
person is an appropriate predictor of client outcome in isolation.
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Individual behavior is clearly a result of an interaction between person
 
and environment. Hull and Thomopson (1980) found that they could
 
account for 21% of the variance in a person's adaptive functioning
 
through personal characteristies (intelligence, age, severity of
 
behavior problems). The environmental variables identified as important
 
by the principles of normalization could account for 35% of the
 
variance. Landesman-Dwyer comes to a similar conclusion and recommends
 
a range of service options that allow for a "match" between the
 
person's service needs and the setting.
 
The studies of community care indicate that a number of
 
principles and service standards have been developed on the basis of
 
successful experiences. Other reviews indicate barriers to community
 
services for persons with mental retardation. Research in this area has
 
been inconclusive. There is some indication that the physical setting,
 
staffing, and client characteristics all play a role in detennining
 
client outcomes.
 
Client Outcomes
 
Wilier and Intagliata's (1981, p. 257) research indicates that
 
while environmental factors are important, "the best predictor of how
 
people are likely to behave in the community setting is how they behaved
 
prior to release from the institution". The research seems to agree
 
that maladaptive behaviors, such as persons' violence, rebelliousness,
 
anti-social characteristics, and running away, often result in return to
 
an institution. Other characteristies that indicate a poor prognosis
 
for success include multiple health problems (Eyman and Call, 1977), and
 
limited self help skills (Birenbaum and Ren, 1979). Eyman and Call
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(1977) note that intelligence quotients in the severe and profound range
 
decrease the probability of community success, but Sutter et. al. (1980)
 
found that more able clients with behavior problems ran the greatest
 
risk of return to the hospital. With returns to institutions now as
 
high as 4 out of 10 (Peck, et. al., 1980), careful selection of clients
 
for community placement, and the choice of service systems is critical.
 
Research often credits the service setting for successes and
 
blames the client for failures. "Failure in community living is
 
attributed to the client's lack of necessary appropriate behavior or
 
their inability to learn that behavior" (Peck, et. al., 1980, p. 160).
 
Most of the research in this area concentrates on the person's deviance.
 
Landesman-Dwyer (1981) in a research review found that environmental
 
variables are better predictors of success than individual
 
characteristics. Persons with a wide variety of service needs have, in
 
fact, been maintained and profited from movement to the.community. It
 
appears that any "failure" can be perceived as an inability to learn or
 
an inability to teach. Some persons will profit from a range of
 
settings while others require a very specialized environment.
 
Community success includes a nubmer of factors. "Simply
 
remaining in the community is not sufficiently rigourous criterion of
 
...success" (Peck, et. al., 1980, p. 151). Developmental gains are
 
observable and should be a major consideration in any study of the
 
effectiveness of deinstitutional ization efforts. Landesman-Dwyer (1981)
 
found that there is often a "honeymoon" for the first six to eight weeks
 
after placement. Persons who are severely or profoundly retarded often
 
demonstrate gains in independent living skills, but also become greater
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behavior problems. More able clients often withdraw and regress
 
initially. The changes are often short term. In a one year study that
 
used matched groups of hospital residents and persons who moved to the
 
community, Schroeder and Henes (1978) found that the greatest gains were
 
evident shortly after deinstitutionalization. As a group, persons
 
moving from hospitals showed greater development than their peers who
 
remained institutionalized. The most significant gain was in the area
 
of communication. Schroeder and Henes (1978) found that
 
deinstitutional ization resulted in gains in self help skills. Close
 
(1977) also found gains in self help skills for persons with profound
 
and severe retardation as well as improvement in the areas of domestic
 
and social skills. In a four year longitudinal study of persons who
 
left institutions, it appeared that persons adjusted to community living
 
by passively adapting to new routines. There was no evidence of
 
increased self-reliance and autonomy (Birenbaum and Re, 1979). All of
 
the above research questions any direct link between the change in
 
physical setting and client outcomes. Developmental gains by clients in
 
community settings may result from increased demands, better training,
 
and/or staff attitudes and expectations.
 
A limited number of studies have tried to determine the
 
relationship between client development and the principles of.
 
normalization. Eyman, Demaine, and Lei (1979) found that a normalized
 
environment contributes to client growth. 39% to 54% of gains in
 
adaptive behavior could be accounted for by the setting, and the
 
person's age and intelligence. The most important factors were how well
 
the residence fit into the neighborhood and its proximity to support
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services. Staff availability and environmental comfort also appeared to
 
be important. There was a negative relationship between the
 
administration expressing a commitment to the ideology of normalization
 
and client development. At best, then, an environment that is
 
consistent with the principles of normalization can contribute to client
 
development. They will not assure success. Fiorelli and Thurman (1979)
 
found that development was related to" factors other than normalization.
 
Developmental gains varied widely between settings. The extent to which
 
the setting adhered to the principles of normalization could not account
 
for the variance.
 
Landesman-Dwyer (1981) concludes her research review with the
 
finding that there is a shortage of professional research in the field
 
of deinstitutionalization. Only 20 out of 500 articles reviewed met her
 
criterion of objective scientific studies. Nihara (1977) notes a need
 
for cost effectiveness studies that focus on client outcome and
 
organizational processes. Research that tries to measure quality of
 
care is plagued with its inability to defend whatever values it chooses
 
as a measure. Current research should be relevant to the problems the
 
developmental service system is experiencing such as determining
 
specific residential options that can meet the needs of persons with
 
identified needs (Menolascino, 1977).
 
The literature reviewed leaves a number of questions unanswered.
 
It is clear that the last twenty years have witnessed the development of
 
community services for persons with mental retardation. "Experts" have
 
identified critical environmental and client variables that contribute
 
to resident development. Methodological research design limitations and
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a lack of consensus in value bases have resulted in findings that are
 
either inconclusive or contradictory. The need for additional research
 
that addresses the issues of costs and effectiveness remains.
 
CHAPTER III
 
DEVELOPMENTAL SERVICE TRENDS
 
Services for persons with developmental disabilities are
 
changing. A wide range of options have been developed in the last
 
twenty years. This chapter will review the history of developmental
 
services from the 1700's through the present. It will also review
 
significant forces, such as legislation and statute law, that have
 
contributed to the development of community services. A review of
 
history and the forces that caused changes will demonstrate that
 
deinstitutionalization is a trend that has the potential to remain a
 
significant factor in developmental services for the forseeable future.
 
History
 
The nature of developmental services in history has reflected
 
other cultural perspectives and developments. From 1500 through the
 
1700's, "mad men" and "misfits" were either the responsibility of
 
extended families or the church. Their disability, like most of life,
 
was seen as God's will. Persons with disabilities were seen as either
 
objects of charity or deviants who were involved in witchcraft
 
(Wolfensberger, 1976). In the early 1800's, there was a passing
 
interest in mental retardation by the medical community. By 1850,
 
mental retardation was distinguished from mental illness. It was
 
perceived as a neurological deficit that might respond to education
 
(Menolascino, 1977). The social-political climate supported the concept
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of equality and the value of education. Small state schools were
 
established to educate and habilitate the disabled in the hope that they
 
would learn to "act right" and take care of themselves. By the 1880's
 
there was some disillusionment with the hope for cures. Rugged
 
individualism, a popular folk value, pictured the retarded as damaged
 
and dependent "innocents" who deserved care and custody away from the
 
real world. (Begab, 1975).
 
By the early 1900's, a cloud of pessimism and fear hung over
 
developmental services. It was believed that the retarded were
 
genetically inferior and amoral. Crime and other .social ills were
 
blamed on the disabled. Social Darwinism was a popular theory. The
 
danger of the retarded breeding rapidly and threatening the social
 
evolution of the country was a major concern. The development of
 
intelligence tests allowed for the identification of large numbers of
 
these menaces (Crissey, 1975). / The emphasis became protecting society
 
from the retarded. Dangerous misfits were segregated. The tests proved
 
that they were hopeless; the best that we could do was to prevent their
 
spread through sterilization. There was a loss of interest in treatment
 
by medical and educational professionals. State schools became large
 
institutions where a concern for education was replaced by an emphasis
 
on security. The 1920's are characterized by efforts to reduce the
 
burden of these "subhumans" to society. Budgets were cut, staff
 
reduced, and the retarded were put to work. Quality of life, or right
 
to treatment were not issues. The retarded were a danger, incapable of
 
learning, and unaware of their environment.
 
There was" limited interest in community care for persons with
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mental retardation In the early 1900's. Meyer and Beers introduced
 
the idea of community psychiatry, but there was strong resistance from
 
the staff of well established institutions and from society (Rothman,
 
1979). The depression and World War II diverted national attention from
 
treatment of the retarded. By 1950, a number of notions were accepted
 
as given:
 
1. 	Jests can identify the retarded and predict which ones can't
 
learn. This became a self-fulfilling prophecy. People
 
identified as not worth treating didn't get better.
 
2. 	The retarded aren't capable of learning. We've tried
 
everything.
 
3. 	The institution is the best place for "them". They really
 
don't fit and are happier with their "own kind".
 
After World War II there was an investment of dollars and talent
 
in rehabilitation. A number of veterans returned with service needs
 
that stimulated the development of a new technology. The national
 
economy improved, and tax dollars were again available for domestic
 
services. In 1950, the National Association for Retarded Children, a
 
parent advocacy organization, was formed. The combination of
 
technology, money, and advocacy resulted in the gradual improvement of
 
services in state hospitals. Community services were still, relatively,
 
a low priority. The 60's saw the beginning of an interest in
 
deinstitutionalization. The number moving from state facilities to the
 
community grew from 7,000 in 1965 to 17,000 in 1971 (Butterfield, 1977).
 
President Nixon established a national goal of reducing the number of
 
retarded in institutions by a third. 1971 was the first year when
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hospital discharges exceeded admissions (Menolascino, 1977). Coughlin
 
(1981, p. 1) believes that in the 1980's we witnessed a "dramatic turn
 
around of decades of inadequate and often neglectful and abusive care
 
of the mentally retarded...nationally".
 
The ideal for an institution "has not changed for over a
 
century" (Farber, 1968, p. 216). Small centers with a rehabilitation
 
orientation were the goal. The reality, like most human services, was a
 
result of political pressures and social perceptions. The location,
 
size, administration, and staffing of state facilities continue to be
 
responsive to these forces. The size of institutions increased for over
 
one hundred years until 1967 when the trend was reversed. The
 
percentage of the retarded institutionalized and the number per
 
institution also grew until the mid 1960's. The 1950's saw an increase
 
in per capita cost and a reduction of staff-resident ratios. The cost
 
per person is now fourteen times higher than 1950. The population per
 
institution has been reduced from and average of 1500 in the 1960's to
 
500 (Lankin, et. al., 1982).
 
Oeinstitutionalization is a result of the interaction of a
 
number of forces. The most significant forces were legislation,
 
litigation, technology, and ideology. Other forces have been media
 
attention to the problems of state institutions that raised public
 
awareness of the problem; social policies that suport access to services
 
as a right; and a change in public management that emphasizes
 
accountability to consumers, coordination of services, and cost control
 
(O'Brien, 1979).
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Deinstitutionalization Forces
 
Legislatlon
 
Federal legislation has been a significant force in the
 
deinstitutionalization movement. "Of the nearly two score pieces of
 
legislation enacted by the United States Congress between 1968 and 1976
 
each was motivated by the same Congressional purpose" (Public Interest
 
Law Center of Philadelphia, 1979, p. 1). The United States Congress has
 
made a commitment to assure that persons vvith disabilities live with
 
independence and dignity in settings that are intergated and provide a
 
life style similar to that enjoyed by their fellow citizens. Federal
 
legislation that supports community living traces its roots to the
 
Hill-Burton Hospital Construction Act of 1950. A section of this
 
legislation allowed for the use of federal funds for the development of
 
community alternatives. The growth of services continued, however,
 
almost exclusively in state institutions. Their population increased by
 
almost a third in the next fifteen years (Gilhool, 1976). The Maternal
 
and Child Health and Mental Retardation Planning Amendments of 1963, (PL
 
88-156) provided grants for comprehensive state planning for services to
 
the retarded. PL 88-164, also passed in 1963, made federal funds
 
available for the development of a social service system that would
 
provide for a fixed point of entry into state hospitals AND a way for
 
return from these facilities to the community.
 
Title XIX of the Social Security Act was amended in 1965 to
 
allow for the increase in federal participation in the Medic-Aid Program
 
from 50% to 80% (PL 89-97). In 1971, PL 92-223 authorized the
 
development of federal standards for health and rehabilitation services
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to the mentally retarded. It assured the availability of federal
 
matching funds for active treatment. The regulations, developed in
 
1972, were a mixed blessing. The development of federal standards
 
improved the quality of care in state institutions. It appears that
 
Congress hoped to encourage the development of small community
 
alternatives. The result, however, was a slowing, if not reversal, of a
 
trend toward deinstitutionalization (Public Interest Law Center of
 
Philadelphia, 1979). The regulations required a relatively large
 
investment in existing hospitals to improve their physical plants. It
 
also provided a fiscal incentive for retaining large state facilities.
 
This program now provides over a billion dollars a year to support state
 
hospitals.
 
Section 504 of the Rehabilitation Act of 1973 has been called
 
the "most sweeping and compelling expression of Congressional intent"
 
for the handicapped (Hiiman Services Associates, 1979, p. 15). Its
 
intent was to assure that persons with disabilities had the right to
 
participate in and benefit from any program that was receiving federal
 
funds. The implementation regulations called for the delivery of
 
services in the least restrictive setting that was appropriate to meet
 
the person's needs. This fundamental principle of normalization was
 
accepted and extended to all persons with special service needs.
 
Three other pieces of legislation helped establish a community
 
support system that is essential to developmental services. In 1975,
 
Title XX of the Social Security Act (PL 93-647) provided federal funds
 
for community social services to develop and maintain a system that
 
supported independet living for persons with disabilities. The Education
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for All Handicapped Persons Act of 1975 (PL 94-142) established federal
 
standards and fiscal incentives to assure that all children had access
 
to a free appropriate education in their community regardless of the.
 
nature of their disability. The Housing Authorization Act of 1976
 
provided federal loans for the construction and remodeling of houses as
 
well as rent subsidies. There were specific provisions to assure that
 
the disabled had access to this program.
 
Finally, there were two additional laws enacted in the mid 70's
 
that specifically dealt with developmental services. The 1975
 
Developmentally Disabled and Bill of Rights Act (PL 94-103) called for
 
the development and enforcement of national regulations to establish
 
minimum service standards for persons with developmental special needs.
 
It further established the right to treatment and habilitation in a
 
setting that is the least restrictive to the person's liberty. The
 
Developmentally Disabled Assistance and Bill of Rights Act of 1978 (PL
 
95-602) expanded the federal definition of developmental disabilities,
 
reaffirmed deinstitutionalization as a national priority, and expanded
 
protection and advocacy systems that asssure state and local compliance
 
with federal regulations.
 
The Judicial System
 
Statute law has ben augmented by the actions of the courts.
 
More than two-thirds of the states have been involved in litigation that
 
is related to deinstitutionalization and the rights of citizens with
 
retardation to treatment (Glen, 1976). Statute law and court decisions
 
interacted to stimulate the development of community services and to
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improve the quality of hospital settings. In 1960, Shelton v. Tucker
 
found that persons with mental illness had a right to be served in the
 
least restrictive appropriate alternative (364 U.S. 479). Lake v.
 
Cameron reaffirmed this finding in 1966.
 
Wyatt V. Stickney (1971, 325 F. Supp. 781) has become one of the
 
most important decisions on the right to treatment. By January, 1979 it
 
was the basis for 174 court cases (Intagliata, 1979). This case was the
 
first to refer specifically to persons with mental retardation. It
 
ruled that persons who were involuntarily committed on the basis of
 
their disability had a right to minimally adequate treatment that would
 
prepare them to return to the community. Forty-nine standards in
 
relation to staffing, physical plant, and services were developed by the
 
court. A receiver was appointed to assure that the institution
 
satisfied the courts criteria for services. The development and
 
enforcement of rigorous standards increased the cost of care in
 
institutions.
 
Two cases in 1975 made the picture more complex. In New York
 
Association for Retarded Children v. Rockefeller (357 F. Supp. 752) the
 
right to treatment was extended to persons who were voluntary patients
 
of state hospitals. The only justification for institutionalization,
 
the court found, was the provision of active treatment that would give
 
the person the skills necessary to live in more normal settings.
 
O'Connor v. Donaldson (1975, 422 U.S. 563) raised more questions thatn
 
it answered. A lower court found tht citizens in hospitals had a
 
constitutional right to treatment. The Supreme Court avoided the issue.
 
Its findings were based on an illegal commitment process, and simply
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affirmed the right to due process (Fletcher, 1982).
 
The most recent significant court action has been the case of
 
Halderman v. Penhurst State School and Hospital (1981, 101 S.Ct. 1531).
 
The lower court ruled that the very existence of an institution violates
 
federal law. Persons cannot be segregated and confined in isolated
 
settings on the basis of their disability regardless of how "good" the
 
hospital is. Pennsyslvaia was ordered to close this institution, over
 
time, and to invest money in the development of small, intergrated
 
community settings that could serve all persons, regardless of the
 
extent of their disability. The court found that state and federal
 
statutes guaranteed a right to minimally adequate habilitation in the
 
least restrictive appropriate alternative. It required the development
 
and implementation of a detailed deinstitutionalization plan. The
 
Supreme Court did not support this finding. It ruled that federal
 
statutes were statements of goals and principles, and that they did not
 
guarantee the implementation of a service system that would assure the
 
right to treatment. The case was returned to a lower court for
 
consideration based on state statutes (Fletcher, 1982).
 
The role of litigation, at this time, is unclear. Courts have
 
been active in developing and enforcing service standards that have
 
stimulated state and federal legislation. There may now be some
 
reluctance to continue this tradition of judicial advocacy.
 
Other Forces
 
Technology for the treatment and training of persons with
 
developmental disabilities has made tremendous strides in the last
 
twenty years. It is now possible to consider community care for a much
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wider range of persons as a result of these gains. Sophisticated
 
developmental models and training procedures (eg. task analysis), have
 
effectively increased the adaptive daily living skills of a number of
 
people who previously "required" total care. Behavior modification
 
techniques have resulted in the substitution of socially acceptable
 
reactions to frustration and stress for previous behaviors that"were
 
antisocial or asocial. Chemotherapy has also played a significant role
 
in the reduction of the frequency and severity of maladaptive behaviors.
 
Community development demonstration projects have expanded the range and
 
depth of the service system available. These advances have combined to
 
increase the availability and access to the community service network.
 
Many people no longer "need" an institution.
 
The last significant force for deinstitutionalization has been
 
advances in the philosophy and ethics of developmental services. The
 
principles of normalization and the developmental model, dealt with in
 
detail earlier, have become the foundation for service standards. These
 
standards are best reflected in a publication by the Joint Commission of
 
Accreditation of Hospitals (1978). They define an alternative living
 
arrangement as "a place of residence that substitutes for the
 
individual's own home or for the home of the individual's family, and
 
that affords living experiences appropriate to the individual's
 
functioning level" (JCAH, 1978, p. 41). Residential standards include:
 
1. 	A broad range of options to meet individual needs should be
 
available.
 
2. 	The living arrangement should facilitate integration and
 
provide continuity with normative living patterns.
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3. 	The residence should provide appropriate support and­
supervlslon that Is conducive to development and adaptive
 
behavior.
 
4. 	Choice of residence should be based on the least restrictive
 
appropriate alternative principle.
 
The developmental service system must be based on Individual assess
 
ments, treatment determined by an Interdisciplinary team, a commitment
 
to staff training and resource development. These standards and
 
theories, to a large degree, have shaped state and federal regulations.
 
CHAPTER IV
 
DEINSTITUTIONALIZATION IN CALIFORNIA:
 
THE PATTON PROJECT
 
There has been a clear trend toward the movement of persons with
 
mental retardation from state institutions to small settings in the
 
community throughout the nation. Legislation, court decisions,
 
technology and professional standards all support this trend.
 
Developmental services in California parallel this trend. Efforts to
 
develop community alternatives have taken a variety of forms as the
 
service needs of hospital residents increased. The most recent effort
 
in this direction was the "Patton Project", the focus of this study.
 
For its first one hundred years California relied on state
 
hospitals. In 1851, the first state hospital for the retarded was
 
opened. The state hospital remained the only element in the service
 
system until 1939 when a limited number of transfers of state hospital
 
residents began. In 1946 a state agency that was a part of the hospital
 
system was created to place "patients on indefinite leave" in the
 
community. Residential care was considered an extension of the state
 
hospital. Persons were considered wards of the state who could be moved
 
from the hospital and returned without court intervention. By 1965 a
 
limited community support system was in place. There were over 13,000
 
people in state hospitals and another 1300 on waiting lists. Many on
 
the waiting list wanted "paper admissions" to the state hospital, in
 
order to gain accesss to community facilities (Human Services
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Associates, 1979). In that year, the first private social
 
service agency, a regional center, was developed under contract with the
 
state to serve as an intake and referral source for community services.
 
By 1976, there were 10,000 persons in state hospitals, and waiting
 
lists, that had grown to 3,000, were eliminated.
 
Regional Centers
 
California kept pace with federal legislation. In 1965 the
 
Legislature authorized a pilot program to test the value of a
 
community-based social service agency to serve the retarded. In 1969
 
the Lanterman Mental Retardation Services Act required the State to
 
contract with private nonprofit corporations that would provide
 
assessment, counseling and advocacy services to persons with mental
 
retardation. The creation of regional centers was in response to
 
parental pressures and was designed to help middle and lower income
 
families keep their sons and daughters out of state hospitals (Human
 
Services Associates, 1979). Twenty-one centers were created throughout
 
the state to serve a specific geographic community. Required activities
 
included case finding, intake and assessment, resource development,
 
referral to established community resources, and the purchase of
 
specialized resources that were not otherwise available. In 1973 the
 
persons eligible for regional center services was expanded from the
 
retarded to persons with developmental disabilities.
 
The Lanterman Developmental Disabilities Services Act of 1976
 
acknowledged the State's responsibility to serve persons with
 
developmental special needs in a setting that is as normal as possible.
 
It established the right to treatment and to equal access to community
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services. Regional Centers were responsible for screening state
 
hospital referrals, and involuntary admission could only occur when it
 
was demonstrated to the court that the person was a clear and present
 
danger to himself or others. The regional center was given responsi
 
bility to reevaluate every Current state hospital resident to determine
 
if they required continued residence in a state institution. Active
 
treatment was assured by requiring the development of individual program
 
plans by an interdisciplinar7 team and regular review of the implement
 
ation of these plans by the regional center. The term "developmental
 
disability", a legal rather than diagnostic phrase, was defined as a
 
"disability which originates before an individual attains age 18,
 
continues, or can be expected to continue, indefinitely, and constitutes
 
a substantial handicap for such an individual...this term shall include
 
mental retardation, cerebral palsy, epilepsy, and autism..." (Lanterman
 
Developmental Disabilities Service Act, 1976, sec. 3810 (a)). The
 
regional center system grew rapidly. Between 1976 and'1982 the number
 
of clients served almost doubled, and their budgets more than tripled.
 
They now serve over 72,000 clients with a budget of almost 200 million
 
dollars (Department of Developmental Services, 5-17-82).
 
One of the twenty one regional centers in California is Inland
 
Counties Regional Center. Inland serves over 4500 clients who reside in
 
Riverside, San Bernardino, Inyo and Mono Counties. The vast majority of
 
Inland clients reside with their families. Over 1500 clients live in
 
out-of-home community facilities. In 1981, 330 of its clients resided
 
in state hospitals. This represented a reduction from almost 700 who
 
were state residents when Inland began in 1972. However the rate of
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community placements from state settings had dropped from 83 in fiscal
 
year 1976-77 to 23 in 1979-80. The rate of state hospital admissions
 
was increasing. Trends indicated that by 1982 there would be a net
 
increase in Inland clients residing in state hospitals. This was a
 
reflection of an aggressive placement policy that had exhausted
 
established community resources. Deinstitutionalization had lost
 
momentum.
 
State Hospitals
 
State hospitals remain expensive. Fiscal year '82-'83
 
projections indicate a cost of $573.4 million to serve 7,934 persons.
 
The state portion of $323.4 million accounts for over 57% of the total
 
DOS budget to serve less than 10% of the clients. The Department of
 
Developmental Services has determined that State hospitals should now be
 
used only for the following:
 
1. 	Persons who require a highly structured 24 hour per day
 
program (e.g. autistic and severe behavior problems).
 
2. 	Persons who need a long-term concentration of highly
 
specialized resources (e.g. deaf-blind and chronically
 
ill).
 
3. 	Persons who require a secure environment due to extreme
 
antisocial behaviors.
 
These criteria are used, primarily, for admission purposes. With the
 
exception of the "Patton Project" and a few other special initiatives,
 
"deaths will continue to constitute the major factor in the decrease in
 
hospital population" (DDS, May, 1982).
 
In 1974 the federal government introduced specific regulations
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that set standards for institutions serving the mentany retarded. The
 
availability of federal matching funds was made contingent on compliance
 
with these standards. In May, 1975, California was advised by the
 
Department of Health Education and Welfare that state hospitals did not
 
comply with federal standards and that Medic-Aid funds were in jeopardy.
 
The State has, since that time, intensified its efforts to improve
 
hospital physical plants and services. It has also emphasized
 
deinstitutionalization efforts. The cost of bringing state facilities
 
into compliance with federal standards was between fourteen and
 
twenty-two thousand dollars per person, and resulted in a reduced,
 
capacity per facility (Department of Developmental Services, April,
 
1980). Reducing state hospital populations would save millions, and
 
prevent an investment in programs that would probably not be needed in
 
the near future.
 
Since 1975, six of the nine state hospitals-that serve the
 
retarded have lost federal funds for some period of time. Twenty-six
 
million dollars have been allocated for physical plant improvements of
 
state facilities. The state plan to asssure federal participation has
 
been revised a number of times in response to more stringent federal
 
standards and to state experience. In the last revision, the state
 
hospital target population for July, 1982 was raised from 7830 to 8070
 
persons (Department of Developmental Services, April, 1982). There was
 
concern, at that time, about the state's ability to meet this new
 
target. In the fiscal year preceding the Report there had been a net
 
reduction in state hospitals of less than 200, and the total hospital
 
population was 9,000. Two-thirds of the people on referral for
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placement had been identified as requiring services not currently
 
available in the community. There were a number of other problems with
 
community development:
 
1. 	There was a fiscal disincentive for regional centers to move
 
clients. State hospital and regional center budgets were
 
independent. Admissions to the hospital saved regional
 
centers money, and discharges cost them.
 
2. 	There were inadequate funds for the development and
 
maintenance of community resources.
 
3. 	Community development was dependent on the approval of a
 
number of autonomous agencies. State licensing and local
 
zoning departments, in particular, handicapped the process.
 
4. 	There were a number of other barriers such as state employee
 
organizations, the shortage of trained staff, and
 
stereotypes about the retarded that were shard by local
 
offficials and their electorate.
 
The 	original goal of 7260 by 1982 appeared to be a dream, and even the
 
Department acknowledged that current trends would result in a population
 
of 8410, 350 more than their target (Department of Developmental
 
Services, April, 1980).
 
California, then, had a problem. Deinstitutional ization had
 
stalled. The community service system appeared unable and unwilling to
 
serve hospital residents as the range and intensity of their service
 
needs increased. The cost of remodeling additional state units was
 
increasing as they had to select sites that required greater renovation.
 
The 	cost of care in institutions was rising. Advocates threatened
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litigation that could force heavy investments in the community, and the
 
"Feds" had shown that if the state failed to invest in hospitals that
 
the state v/ould lose millions.
 
The 	Patton Project
 
Until 1978, all state hospitals were administered by the
 
Department of Health. A reorganization, at that time, created the
 
Departments of Developmental Services and Mental Health. All hospitals
 
with more than one target group were assigned to the Department of
 
Developmental Services. Patton State Hospital was one of eleven
 
institutions administered by DDS. In January, 1980, it served 282
 
persons with developmental disabilities. They were similar to residents
 
of other state facilities with a few exceptions; all were ambulatory;
 
the vast majority were adults; there were less severe medical needs;
 
there was less parental involvement.
 
The majority of the residents at Patton were the responsibility
 
of the Department of Mental Health. It contracted with DDS for
 
services. Its clients included three distinct populations:
 
1. 	A penal code population adjudicated not guilty by reason of
 
insanity, incompetence to stand trial, or persons who had
 
become mentally ill while incarcerated.
 
2. 	A "Lanterman-Petris-Short" group who the courts had
 
determined were a danger to self or others, or gravely
 
disabled by virtue of mental disorder. County mental health
 
programs could contract with the state to serve a subset of
 
this group.
 
3. 	A mentally disordered sex offender population of persons who
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committed sex-related crimes and were judged as having the
 
potential to profit from psychiatric treatment.
 
Providing services to the three mental health and the mentally retarded
 
populations created administrative and programmatic problems. There
 
were different sets of regulations for each group that often conflicted.
 
Each target group had distinct needs for treatment and security. This
 
made identification of priorities, and decisions regarding manpower
 
utilization very complex. Policies implemented for one population
 
often had negative impacts on the others. There was also significant
 
pressure on Patton's limited capacity. The majority of mental health
 
clients came to Patton under court order and could not be refused based
 
on the fact that there was no room. The Department of Developmental
 
Services was concerned about the high cost of care at Patton and the
 
administrative prtsblems it was experiencing as a result of serving such
 
a diverse population. It would be necessary, in addition, to invest
 
millions in physical plant modifications to retain certification for
 
federal funds for the mentally retarded.
 
In October, 1979, the Department of Developmental Services
 
announced that it intended to phase out developmental services at Patton
 
by July, 1982. Their original plan was to move the majority of the
 
residents to CamarilTo State Hospital. This plan encountered a great
 
deal of resistance from advocates, parents, and regional centers. A
 
task force was formed in January, 1980 to explore options for serving
 
the current Patton residents who had developmental special needs.
 
Representatives from DOS, the state hospital administration and employee
 
groups, parents, advocates, and regional centers actively participated
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in this group that functioned through March, 1982. The committee
 
quickly agreed that it could support a plan that included the movement
 
of some persons to other state hospitals and the development of
 
community service options.
 
Item 	541
 
In March, 1980, Item 541.of the Budget Act of 1980 instructed
 
the Department of Developmental Services to prepare a report to the
 
Legislature that evaluated two alternatives:
 
a) 	The expenditure of funds for those physical improvements
 
required to assure the continued federal participation in
 
the cost of care for services to the developmentally
 
disabled at Patton
 
b) 	Termination of services for this population at Patton, with
 
the allocation of funds for community development and for
 
bringing additional units at Camarillo State Hospital into
 
compliance with federal standards.
 
The committee worked from March to November to prepare its report. Item
 
541 (DDS, 1980) found that alternative "a" would cost $4,743,000. It
 
would reduce the licensed capacity from 408 to 224, necessitating the
 
movement of 58 residents. The cost per person per year would increase
 
from $37,150 to $40,500. Failure to complete the modifications would
 
result in the loss, in three years, of almost ten million dollars in
 
federal funds. The total cost for a three year project was estimated at
 
thirty-five million dollars, over twenty-five million state dollars.
 
Alternative "b" called for the termination of developmental
 
services at Patton by December 31, 1981. 126 new residential service
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units would be developed by San Delgo and Inland Counties Regional
 
Centers. The capacity of Camarillo State Hospital would be increased by
 
106. Alternative "b" established the following objectives:
 
1. 	Assure the provision of services equal or better than
 
services at Patton for the 282 residents:
 
a.) 154 Community placements (57 to establish facilities
 
and 97 to facilities developed with 541 funds).
 
b.) 128 state hospital placements (81 Camarillo and 47 to
 
other state hospitals).
 
2. 	Increase the service continuum for residential, day program,
 
and support services in participating regional center
 
catchment areas.
 
3. 	Reduce the cost to the state of providing a comparable
 
level of services.
 
4. 	Phase out services at Patton in accordance with the 541 Plan
 
by July, 1982.
 
5. 	Implement the process in a participatory, client-oriented
 
manner.
 
In 	the 541 Report, Inland established the following objectives:
 
1. 	Develop a service system to accept 60 current state hospital
 
residents by December, 1981.
 
2. 	48 out of the 60 persons who move to the community will
 
continue to reside in community settings for two years from
 
the time of admission.
 
3. 	32 of the 60 persons who move to intensive service settings
 
will reside in facilities that do not require special
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funding within four years of admission (16 within two
 
years).
 
4. 	Developmental progress in community settings will exceed
 
what we would have anticipated if they had remained at
 
Patton.
 
5. 	The total cost of care for a three year implementation
 
period will be less than projected costs of care at Patton.
 
Cost projections indicated a three year cost savings and
 
dramatic cost reductions over time. Alternative "b" was the
 
Department's recommendation. It was accepted by the legislature in
 
January, 1981.
 
Inland Counties' Role
 
Inland Counties Resional Center signed a contract with the
 
Department ot Developmental Services to implement the "Patton Project"
 
in March, 1981. Funds were made available, and the project began in
 
May, 1981. Six contractors were selected on the basis of a competitive
 
grant process. They were responsible for developing twelve small
 
residential facilities with a capacity of sixty-six. All expenses
 
related to preparing the facility for licensure, screening clients for
 
admission, and recruiting and training staff were paid through the
 
contract. Facilities began accepting clients in September 1981. All
 
Patton residents who had been identified as eligible for this program by
 
their interdisciplinary team moved to community facilities by December,
 
1981. An additional residential facility was developed with a capacity
 
of six during the "start-up" phase of the program. Sixty-five of the
 
eighty-seven (75%) Patton residents moved to Patton Project facilities.
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Three other residents moved to existing community facilities. Nineteen
 
residents (22%) had service needs that could not be met in the community
 
and moved to other state hospitals. Seven ICDDS clients who resided in
 
other state hospitals moved into Patton Project facilities. As
 
vacancies occurred, other persons with similar service needs became
 
Project participants (Table One).
 
TABLE ONE
 
CURRENT STATUS OF PATTON PROJECT PARTICIPANTS
 
(# of Persons)
 
Current Residence
 
Residence Prior
 
to Placement Project Other State Hospital Total
 
Patton 56 1 6 63
 
Other St. Hosp. 13 2 1 16
 
Conimunity 3 1 1 5
 
Total 72 . 4 8 84
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The Patton Project provided a good research setting for
 
deinstitutionalization on the basis of its population. The Inland
 
clients who moved to community settings had the following
 
characteristics;
 
a. 	 The average length of hospitalization was over twenty
 
years.
 
b. 	 74% of the subjects were profoundly retarded, and 21% were
 
severely retarded.
 
c. 	 44% of the clients were also diagnosed as having a mental
 
illness.
 
d. 	 26% of the participants were not fully toilet trained.
 
e. 	 51% of the subjects had significant self help deficits.
 
f. 	 21% of the clients were aggressive.
 
g. 	 61% of the participants had a significant behavior
 
problem.
 
The subjects, then, were persons who would have continued to reside in a
 
state institution without the Patton Project. Most of the current
 
research deals with persons who do not have intensive service needs.
 
The current debate in developmental services is focused on the
 
population that this study's sample represents.
 
A number of support services were also developed during the
 
"start-up" phase. Four developmental day programs with a capacity of
 
forty-seven were established specifically for the Project. The other
 
twenty-five participants (35%) used established day programs. The
 
majority of transportation services were provided by the residential
 
programs. One additional transporter was necessary. The capacity to
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provide crisis support that would be available when the primary service
 
provider had exhausted their resources was established. Less than 25%
 
of the participants required this service, and they, for the most part,
 
only required crisis stabilization once. ICDOS provided intensive case
 
management services for the six months prior to state hospital discharge
 
and for six months after community placement. A great deal of staff
 
time was also required to develop services, serve as a liaison with
 
other community agencies, train direct service staff, participate in
 
evaluation activities, and assure the availability of sufficient funds ,
 
for the Project.
 
Patton State Hospital provided significant support during the
 
transition period. Patton staff assisted in an orientation program for
 
community staff. They developed a "transition team" that was
 
responsible for going to community facilities at the time of placement
 
to assist community staff in understanding each participant's service
 
needs. The team was also available for consultation after placement
 
regarding specific clients for the first three months. Patton also
 
provided transportation to and from a day program that twenty of their
 
residents would be enrolled in after placement, for a month prior to
 
discharge. Foster Grandparents who had established relationships with a
 
number of the residents, were trained to work in the community, and were
 
reassigned to community settings as the residents moved.
 
Mew regulations were established in July, 1982 that corresponded
 
to federal standards and made it possible for small residential
 
facilites to become eligible for federal participation in the cost of
 
services. Patton Project facilities were licensed and achieved federal
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certification between November, 1982 and February, 1983. This reduced
 
the cost to the State for residential services by half. The amount
 
paid per client was also reduced as clients progressed and required less
 
service.
 
Summary
 
Deinstitutionalization efforts in California have been similar
 
to other intiatives across the nation. The establishment of a regional
 
center system accelerated movement from state institutions to community
 
service settings for the first ten years of their existence. The trend
 
stalled, and, in some cases, reversed, as those persons remaining in
 
state facilities had greater service needs than the persons initially
 
given an opportunity to live in the community. The service system
 
available outside of state hospitals did not appear to have the capacity
 
to serve the State's most severely disabled clients.
 
The Patton Project was the single most ambitious
 
deinstitutional ization effort in California. Persons with significant
 
service needs who had resided in state hospitals for an average of over
 
twenty years were given the opportunity to move to a newly established
 
service system that was specifically designed to meet their needs. They
 
have now lived in community settings since November, 1981. This study
 
represents an initial evaluation effort of the Patton Project that will
 
examine its accomplishments in relation to program objectives and cost
 
effectiveness.
 
CHAPTER V
 
RESEARCH DESIGN
 
The Patton Project is clearly the most ambitious and costly
 
deinstitutionalization program ever implemented in California. It is,
 
however, a social action program and not an experiment. The research
 
design, then, will be an effort to determine whether the Project
 
"worked" and to link this experience to theory and previous research.
 
The study will include tv^o distinct components. The program
 
evaluation component asks, "Did we accomplish what we set out to do?".
 
The 541 report established a number of program objectives. The research
 
task is to identify indicators for each objective that are observable,
 
concrete, and utilize scales that are acceptable in the field. This
 
evaluation design will be relatively straightforward. The second
 
research element, a cost effectiveness component, asks, "Was it worth
 
it?". Hypotheses regarding costs and client development will be
 
identified and tested using data from a selected sample. A numnber of
 
research limitations that relate to the way the sample was selected, and
 
the nature of data available will have to be considered. The cost
 
effectiveness component has the potential to make a significant
 
contribution to policy and research in developmental services.
 
Research Issues
 
The Patton Project is a social action program that should be
 
able to give some direction for future development of the service
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system. Developmental services were terminated, and a large number of
 
persons who "required" state hospitalization were moved to the
 
community. Accepted developmental theories predict that the
 
participants should benefit from this change. There is relatively
 
little empirical research in this area, and the findings that do exist
 
are inconclusive. We need to know if persons with significant
 
developmental disabilities can be effectively served in community
 
settings. We must also be concerned with the cost of this alternative.
 
This Project shares research strengths and weaknesses with a
 
number of other social action programs. It is not an experiment. The
 
participants were carefully screened rather than chosen at random, and a
 
control group that did not receive services is not available. Kish
 
(1970) effectively argues that many pure experiments in the social
 
sciences are sterile and fail to ask the questions for which we need
 
answers. The quasi-experimental designs employed cannot confirm the
 
research hypotheses with the same precision that is possible in the
 
physical sciences. They do allow for the systematic presentation and
 
analyses of data in a way that indicates trends. I believe that this is
 
a significant contribution to the body of knowledge that justifies the
 
study.
 
Another problem that this study shares with other efforts in
 
formative program evaluation is the quality of data. Some of the data
 
that was "needed" was not available. Much of the available data was
 
flawed. The Client Development Evaluation Report (ODER) for instance,
 
is an ordinal scale that does not satisfy the strict requirements for
 
parametric statistics. Tukey and Wilk (1970) argue that statistics
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should be employed for the purpose of summarizing data in a way that
 
will allow for judgements of hypotheses, and that avoiding established
 
tests on the grounds that they were developed for "real" experiments is
 
counterproductive. Cost data is also difficult to obtain because of
 
multiple funding sources and budgets that are based on service systems
 
rather than individuals.
 
This study is also based on a relatively short period of time.
 
It could be effectively argued that one year of community experience
 
cannot be the basis for firm conclusions. Professionals and policy
 
makers, however, need the information now. California must invest
 
millions of dollars in additional hospital modifications or in community
 
development in the near future. This preliminary analysis can indicate
 
trends and is acceptable in this light. Methodological limitations, the
 
quality of data, and the limited time frame are not, in my judgement, so
 
significant as to prevent any evaluation of the Patton Project. These
 
limitations are substantial enough to require caution in the
 
interpretation of the results, and in their generalization to other
 
persons with developmental disabilities.
 
Operational Definitions
 
Adult: is defined as a person over the age of 18.
 
Community success: is achieved when two criteria are met:
 
a. 	Person does not return to state hospital for twelve months.
 
b. 	Person develops to a level in the community that is at least
 
equal to development that would have been predicted if he had
 
remained in a state institution.
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Cost of Care: refers to all California state expenditures that are
 
specifically related to an individual that is a part of the sample.
 
This would include the state share of Medi-Cal and Supplemental
 
Security Income as well as funds released through the regional center
 
or the Department of Developmental Services. Generic agency expenses
 
not specifically related to a client (e. g. police, fire) are not
 
included.
 
Deinstitutionalization: is defined as the movement of a person from
 
facilities owned and operated by the state with a capacity of over
 
200 to settings with a capacity of less than 16 that are within 50
 
yards of a family that does not inlcude a person with a developmental
 
disability.
 
Development: is defined as a gain in skills that increase independence
 
and/or a reduction in the frequency or severity of behaviors that
 
are socially unacceptable. It is evidenced by a score increase in
 
the Independent Living domain of the Client Development Evaluation
 
Report (Appendix Three) and/or a score increase on the Emotional
 
domain of the ODER, Client Development Evaluation Report. The CDER
 
is an ordinal scale developed by the Department of Developmental
 
Services for use by state hospitals and regional centers. This
 
assessment tool is not nationally accepted, but must be used because
 
much of the data is only available in this form. The CDER's
 
reliability has not been demonstrated. It has face validity.
 
Developmentally Disabled: is a legal term. The definition, as
 
established by the Califprnia legislature, includes persons with a
 
substantial handicap (ie. mental retardation, cerbral palsy,
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epilepsy, or autism) that occurs before the age of 18., and is
 
expected to be life long.
 
Intelligence; refers to a person's intelligence quotient as measured by
 
a test accepted by the American Psychological Association for that
 
purpose. The highest score obtained in the last five years will be
 
used.
 
Summary
 
This chapter has provided an overview of the evaluation
 
techniques that will be applied to the Patton Project. The significance
 
and limitations of the study were discussed. Operational definitions
 
were also provided. The next two chapters will deal with the program
 
evaluation and cost effectiveness components of the study respectively.
 
Each chapter will begin with the research design, and then provide the
 
results found.'The final chapter will discuss the conclusions and
 
implications of this study.
 
CHAPTER VI
 
PROGRAM EVALUATION
 
Item 541, (DOS, 1980) identified a number of program objectives
 
(See Chapter III) which enables the program to be evaluated by
 
developing indicators for each objective, collecting data based on these
 
indicators, and comparing these data to the original program
 
objectives. "Did we do what we set out to?" Unanticipated outcomes
 
should also be considered. There are two parts to the program
 
evaluation. The first is based on the general objectives for the entire
 
Patton Project, and considers all persons at Patton on January 1, 1980.
 
The second considers the specific objectives developed by Inland
 
Counties Regional Center (Inland Counties), and includes only their
 
clients.
 
Patton Objectives
 
Indicators have been developed for the following general Patton
 
objectives:
 
1. 	Assure the provision of services for current Patton
 
residents in alternative locations (57 to established
 
facilities, 97 to facilities developed with 541 funds, 128
 
to other state hospitals.)
 
a. 	The Community Liaison at Patton will maintain discharge
 
and destination records for all residents. Data will be
 
made available and compared to the targets.
 
60 
2. 	Increase the service continuum for residential, day program,
 
and support services in participating regional center
 
catchment areas.
 
a. 	The Resource Developers from San Diego and Inland
 
Counties Regional Centers will maintain data on service
 
system development for th.e period from July, 1981 to
 
December, 1982. This will -be compared to development
 
for the eighteen months prior to July, 1981.
 
3. 	Phase out services at Patton by July 1982 in a way that is
 
client oriented, and based on the principles established in
 
the 541 Report.
 
a. 	The census of persons with developmental disabilities
 
at Patton will be taken on June 30, 1982.
 
b. 	Minutes of the Patton Phase-Out Committee will be
 
reviewed to determine if any of the basic principles of
 
the Plan were not complied with.
 
c. 	Minutes of specific client interdisciplinary teams will
 
be reviewed. If there were any appeals, minutes of the
 
hearings will be reviewed.
 
Inland Counties Objectives
 
Indicators for the Inland Counties objectives have also been
 
developed:
 
1. 	Develop a service system to accept 60 current state hospital
 
residents by December, 1981.
 
a. 	Resource developer will maintain log of facilities
 
developed with 541 funds and state hospital resident
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movement to these facilites.
 
2. 	48 of 60 persons who move to the community will continue to
 
reside in community settings for 12 months.
 
a. 	Resource developer will maintain log of hospital
 
discharges and readmissions.
 
3. 	Thirty two of the sixty persons who moved to intensive
 
service settings will reside in facilities that do not
 
require special funding within four years of admission (16
 
wi thin 2 years).
 
a. 	Resource developer will maintain a record of the number
 
of Inland clients who require funding above the levels
 
established for other persons.
 
The indicators identified rely, primarily, on secondary data.
 
This has the advantage of controlling research costs and minimizing
 
system disruption. The major disadvantage is that it is difficult to
 
assure that the data is accurate. Direct observation of program quality
 
was ruled out on the basis of research cost and the fact that there is
 
no accepted scale for measurement. Interviews yere also considered and
 
rejected. The primary consumers, for the most part, are not capable of
 
reporting their perceptions because of the severity of their disability.
 
Families, in general, are not involved. Service providers would not be
 
objective. A sample of residents of other state hospitals that was
 
matched with the research subjects on critical variables to serve as a
 
comparison group to test the rival hypotheses was strongly considered.
 
This project did not have access to necessary data to make this
 
possible. Objectives specifically related to costs and clients' outcome
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win be considered in the cost effectiveness chapter.
 
Results
 
The program evaluation component of this study asks, "Was the
 
Patton Project implemented according to the plan that was developed by
 
the Department of Developmental Services and approved by the State
 
legislature?". Chapter Three of this paper (The Patton Project)
 
identified five Project objectives and five Inland objectives that will
 
now be reviewed.
 
Project Objectives
 
Objective 1; Assure the provision of services equal or better
 
than services available at Patton for 282 residents (57 to established
 
facilities; 97 to community facilities developed with 541 funds; 128 to
 
other state hospitals). There were a total of 299 clients who required
 
alternative residential settings; 39 moved to established community
 
facilities; 99 moved to community facilities created with 541 funds; 161
 
moved to other state hospitals.
 
Objective 2; Increase the service continuum for residential,
 
day program, and support services in participating regional center
 
catchment areas.
 
A number of resources were developed by ICDDS between July, 1981
 
and December, 1982. They included seven developmental day programs with
 
a capacity for over 150 clients; three specialized residential
 
facilities with a service capacity of 33; the conversion of two
 
established residential facilites to health facilities (ICF/DD-H)
 
reducing the cost of care to the state by increasing federal
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participation; the establishment of a crisis stabilization service that
 
serves an average of 40 clients a month. This activity exceeds resource
 
development for the eighteen months prior to July, 1981. Exact data was
 
not available from San Diego Regional Center, but a similar trend was
 
noted.
 
Objective 3; Phase out services at Patton in a way that is
 
client oriented and based on the principles established in the 541
 
Report by July, 1982. All Patton residents were relocated by March 31,
 
1982. Some of the client movements took longer than the Report
 
projected. All former Patton residents moved to the service location
 
recommended by their interdisciplinary team. Extensive efforts to
 
assure the involvement of clients and their families in the process are
 
evident. Transition Committee minutes reflect concern in relation to
 
time lines and in relation to on-going funding.
 
Inland Objectives
 
Objective 1; - Develop a service system to accept 60 current
 
state hospital residents by December, 1981. Sixty-six persons moved
 
from state hospitals to the Patton Project by December, 1981.
 
Objective 2: 48 of 60 persons who moved to the community will
 
continue to reside in community settings for two years from the time of
 
admission. Seventy-one of the 79 state hospital residents who moved to
 
Patton facilities continue to reside in the community. Seven returned
 
to the state hospital, and one died.
 
Objective 3: 32 of 60 persons who move to intensive service
 
settings will reside in facilities that do not require special funding
 
within four years of admission (16 within two years). Forty-eight
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previous state hospital residents who moved to intensive service
 
settings did not require supplemental funding above the Medi-cal rate by
 
July, 1983 (18 months after discharge).
 
Summary
 
The major project objectives were accomplished. Developmental
 
services at Patton State Hospital were discontinued. The process was
 
client oriented. The project had a positive impact on services at the
 
two participating regional centers. Inland objectives were all met.
 
The expectations for clients remaining in the community, and for
 
reduction of costs to traditional levels were exceeded.
 
CHAPTER VII
 
COST EFFECTIVENESS:
 
RESEARCH DESIGN
 
There are two research questions that are linked to the
 
preceding theory and research. They also have practical utility in
 
providing information that will be useful to policy makers in
 
determining the future of the California service system for persons with
 
developmental disabilities. The two questions are:
 
1. 	What is the relationship between deinstitutionalization of
 
developmentally disabled adults and the cost of care?
 
2. 	What is the relationship between deinstitutionalization of
 
developmentally disabled adults and their development?
 
The following hypotheses have been developed for testing in this
 
research design:
 
1. 	Deinstitutionalization of developmentally disabled adults
 
will reduce the cost of care to the state within two
 
years.
 
2. 	Deinstitutionalization of developmentally disabled adults
 
will accelerate their development.
 
A null hypothesis for each research hypothesis woul d be:
 
1. 	There is no relationship between deinstitutionalization of
 
developmentally disabled adults and the cost of care to the
 
state.
 
66 
2.) There is no relationship between deinstitutionalization of
 
developmentally disabled adults and their development.
 
Rival hypotheses would include:
 
1.) Persons selected for deinstitutionalization cost less to
 
serve than persons who remain in state hospitals because of
 
the level of their service needs. ;
 
2.) Movement of clients from Patton to dny other service
 
I
 
setting will result in a reduction pf costs.
 
3.) Movement of clients from Patton to any other service
 
i
 
setting will result in accelerated development.
 
.1 ' . ■ 
The test hypotheses have significance ini relation to research,
 
theory, policy, and clinical practice. Hypothesis one is of primary
 
interest from a social policy perspective. In the post Proposition 13
 
age, controlling the cost of social services has! replaced a focus on
 
client rights as a major concern. Hypothesis twb is directly related to
 
theory. The principles of normalization and thei developmental model
 
would predict that clients who move from large institutions to small
 
community settings should benefit, as evidenced by an increase in
 
I
 
developmental progress rate. Hypothesis one and two provide the
 
structure for a classical cost effectiveness study. A cost
 
effectiveness design was chosen over a cost beneifit analysis because of
 
the difficulty in assigning dollar values to clijent progress. The
 
:j
 
relatively large number of persons who were identified by their
 
interdisciplinary teams as requiring greater services than had been
 
available in the community that are part of this 
! 
study makes this
 
research significant in the area of deinstitutidnalization.
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The research design has three beasic components. The first will
 
compare costs for services at three alternative settings; Patton; the
 
community; other state hospitals. This is to test the first hypothesis.
 
(Deinstitutionalization will reduce cost of care within two years). The
 
second component will be concerned with the second hypothesis.
 
(Deinstitutional ization will accelerate development). An effort will be
 
made to determine whether movement to the community had an impact on the
 
rate of client development. Finally, rival hypotheses will be
 
evaluated.
 
Costs
 
California had three options to assure the provision of services
 
to the Patton residents. The clients could have remained in that
 
setting. The residents could have moved to other state hospital
 
settings. A group of the Patton residents could move to community
 
settings while others moved to other state hospitals. The research
 
design for this component will examine the costs of each alternative.
 
The cost for the three settings will be estimated for a ten year
 
period beginning with fiscal year 1981-82 through 1990-91. Fiscal years
 
were chosen to correspond with the established budgeting system in
 
California, and the data available. A ten year period for cost
 
analysis was chosen because this is seen as long enough to identify cost
 
trends, but short enough to be within the range of what is known and
 
what can be anticipated. Judicial and legislative trends as well as
 
technological developments over the last twenty years make judgements
 
for more than ten years unrealistic. Actual and/or budgeted costs will
 
be used for fiscal years 1981-82 and 1982-83. Projected costs for
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fiscal years 1983-84 through 1990-91 will be based on 1983-84 budgeted
 
costs that will be discounted at a 12.5% rate. The discount rate was
 
the bond rate for AAA bonds in July, 1983, and represents the
 
opportunity cost. The AAA bond rate was chosen, rather than government
 
bond rates, because it more accurately reflects the real costs.
 
Government bonds have artificially low rates because of tax advantages
 
that they allow. In each case, the cost/person/day will be .computed.
 
Costs will represent the cost of day program, residential and support
 
services. "Transition costs" that include the average expense of
 
preparing and/or modifying the physical setting to meeet licensing
 
standards, and staffing costs that result from moving clients (if
 
applicable) will also be computed. This will allow for direct cost
 
comparisons between the three alternatives.
 
Specific considerations for each setting are as follows:
 
Patton The cost for services at Patton are based on projections made
 
in Item 541 (DOS, October, 1980). The projections include
 
the cost for physical plant modifications required to assure
 
continued federal paticipation in the cost of care.
 
Other 	 These costs will be based on the Governor's budget for each
 
State
 
Hospitals 	fiscal year. They represent the total budgeted cost, divided
 
by the average population. Costs include the average cost
 
for physical plant modifications required to meet federal
 
standards (DOS, July, 1980). The costs include some fixed
 
administrative expenses as well as expenses for more
 
intensive levels of care (eg. acute care) for a relatively
 
small number of residents in other state hospitals. This
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could result in an estimate slightly higher than the cost for
 
moving the Patton residents to other state settings. The
 
costs do not include some day program costs that are paid by
 
other funding sources (eg. adult education). This could
 
result in an estimate that is slightly less than the actual
 
cost. "Transition costs", the cost of modifications, are
 
also underestimated. As the number of program spaces in
 
state hospitals increased, units that would be more expensive
 
to modify would have to be used.
 
Community These costs reflect actual costs for Inland Counties Regional
 
Care
 
Center clients for fiscal year 1981-82. "Transition costs
 
include the actual expenses for preparing community
 
facilities to accept clients, and the additional Patton State
 
Hospital expenses that were a result of the extra staff that
 
was necessary while the clients were being moved to community
 
alternatives. 1981-82 cost also include the cost of care at
 
Patton for the period of time that the residents were in that
 
setting. All community costs include residential, day
 
program, transportaiton and other support costs. The
 
budgeted costs for 1983-84 was used for projections through
 
1990-91. Some of the costs that are paid by Medi-Cal (eg.
 
physician and psychological services) are not included. This
 
could result in a cost estimate that is lower than actual. A
 
continued reduction in costs based on reduced expenses that
 
result from client progress was not projected. This could
 
result in a cost estimate that exceeds expenses.
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Effectiveness
 
The effectiveness portion of this research design asks, "Did the
 
movement of Patton residents to community settings contribute to the
 
rate of their development?". The answer to this question is achieved
 
through tv/o quasi-experimental designs. Campbell and Stanley (1963)
 
define a quasi-experiment as a set of techniques to test theories
 
through the collection of data for the purpose of rejecting inadequate
 
hypothesis. Plausible rival hypothesis are rejected and the research
 
hypothesis is not rejected at a given level of confidence.
 
Quasi-experiments are employed when more efficient designs are
 
unavailable. The principles of normalization and the developmental
 
model predict that client movement to small community settings will
 
accelerate development.
 
This will be a formative program evaluation research project
 
that uses the same subjects as their own control group. Inland Counties
 
Regional Center clients will be the only subjects considered because
 
they are the only ones for whom the required data is available. The
 
choice of this design is necessitated by the history of the program and
 
the data that is available. The sample was not random. Patton
 
residents were selected for deinstitutionalization by interdisciplinary
 
teams on the basis of their service needs. The subjects who moved to
 
other state hospitals were, by definition, different from those who
 
moved to the community. Other hospital subjects cannot be the control
 
group for the community clients.
 
The major assumption for both .designs is that any change in
 
development is a result of a change in the treatment setting. The
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developmental model indicates that development'is a result of an
 
interaction between changes in the person, maturation, and changes in
 
the environment. We can assume that, for the adults who make up this
 
sample, the majority of development will be a result of the environment.
 
Development will be measured on the basis of data from the Client
 
Development and Evaluation Report (ODER). ODER data is available for
 
i
 
one and two years prior to movement from Patton, and for the first year
 
after deinstitutionalization. The ODER, and ordinal tool, is not as
 
widely accepted a tool as othef* developmental scales (eg. the American
 
Association for Mental Deficiehcies' Adaptive Behavior Scale), but must
 
be employed because it provides the only longitudinal data available.
 
time Series
 
The time series design is also referred to as the interrupted
 
time series design. Periodic measurements of the dependent variable are
 
made at equally spaced points in time. After at least two measurements,
 
an event occurs that we believe should cause a change in a dependent .
 
variable. A minimum of one other measure of the dependent variable is
 
made with the same polulation after "treatment." Two questions are then
 
examined:
 
1. Did a nonrandom change in the dependent variable occur
 
after the occurrence of the independent variable?
 
2. Is the change attributal to the experimental event?
 
The time series design has the advantage of controlling for a
 
number of extraneous variables that could jeopardize internal validity.
 
Internal validity "boils down ;to the question of plausible competing
 
hypotheses that offer likely Alternative explanations of the shift in
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the time series other than the effect of 'x'" (Campbell and Stanley,
 
1963, p. 39). For the time series design, the only extraneous variable
 
that is not controlled is history. The critical question is, was there
 
something other than movement to the community that happened that could
 
account for the change in development? The third rival hypothesis is a
 
plausible alternative. Movement from Patton may be the critical
 
variable, regardless of whether the movement is to the community or to
 
another state hospital.
 
Statistical analysis can be accomplished using a Single Mood
 
Test, or a Walker-Lev Test for Integrated Moving Average (Laporas,
 
1973). The Walker-Lev requires at least three pre-treatment points.
 
The Single Mood Test (Mood, 1950) will be used in this case because of
 
data availability.
 
The Mood Test is a modification of a t test. Pre-treatment
 
values are used to develop a 1 inear fit that is extrapolatd -to predict
 
the first value of the dependent variable after the occurrence of the
 
treatment. A prediction interval that is based on the degrees of
 
freedom and the degree of confidence (eg. 5% or 1%) desired is
 
established around the predicted value. The actual score is then
 
compared with the predicted interval. When the obtained score is
 
outside of the predicted interval, the null hypothesis can be rejected.
 
In this case, the scores for thirty clients on the CDER score are
 
available. If a post-treatment CDER score for a given item is beyond
 
the predicted range for that -^tem, then there is an indication that a
 
, ■ I • : , - , 
nonrandom change in development occurred. 
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Pretest-Posttest
 
The second research design, pretest-posttest, is more likely to
 
indicate significant changes, but its findings are more subject to
 
question. Campbell and Stanley (1963) note that significant shift in
 
scores is not firm evidence thait the treatment caused the difference.
 
History, maturation, instrumentation (a change caused by different
 
observers scoring at different times), or seasonal variation may account
 
for the difference in scores. On the other hand, the Mood Test is a
 
relatively weak statistical device, and t ratios can indicate trends,
 
not conclusions, for further research. In this case, v^e are considering
 
the development of severely disabled adults; this group is subject to
 
less random variation than attitudes or farm production. I believe,
 
then, that maturation and seasonal variation can be ruled Out as
 
extraneous variables. History, as previously noted, will be evaluated
 
as a rival hypothesis.
 
In the pretest-posttest design, the mean scores of the same
 
sample are compared at two points. The first is before the
 
introduction of the independent variable, and the second is after its
 
introduction. A simple t test indicates whether there is a significant
 
difference between the two samples. The inference is that the
 
difference found is a result of the "treatment". In this case, a. sample
 
of fifty-three clients who were residents of a state hospital were used.
 
This sample includes the thirty clients used in the time series study,
 
and an additional twenty-three, clients that could not be used in that
 
design because of a lack of available data. CDER scores for this sample
 
at one year prior to discharge and one year after movement to the
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community were compared. A difference between means of the same sample
 
at the two times may be a result of movement to the community. The
 
rejection of rival hypotheses and/or the correspondence between these
 
findings and the time series results will add credibility to the
 
hypothesis that movement of clients from state institutions to community
 
settings will accelerate developmental rates.
 
Rival Hypothesis
 
The research hypotheses only become meaningful when plausibe
 
rival hypotheses are rejected. Evaluating rival hypotheses cannot be
 
directly accomplished. The rival hypotheses question whether the
 
selection process that identified some persons as continuing to require
 
a state institution, or the movement from Patton to any other setting
 
was an extraneous variable that had an impact on the dependent variables
 
of cost and rate of client development. The Patton Project, like most
 
social action programs, did not choose the treatment and control groups
 
at random. In the same way that quasi-experimental designs were
 
necessary to evaluate the research hypotheses, comparison groups will be
 
chosen, based on available data, to consider rival hypotheses.
 
The first and second rival hypotheses are concerned with costs.
 
The first hypothesizes that the experimental group that was selected for
 
deinstitutional ization was, in some way, different, and that this
 
difference made them less expensive to serve. Chart reviews of the
 
Patton residents who moved to other state hospitals and interviews with
 
staff who participated in interdisciplinary teams will indicate which
 
factors were critical in determining whether a person moved to the
 
community or stayed in the state hospital. It will also be possible to
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compare Patten CDER's of the two groups to determine if they differed on
 
any of the CDER elements considered in this research. A simple t test
 
wil1 be empleyed.
 
The second rival hypotheses states that movement from Fatten to
 
any other service setting will result in a reduction of cost. The data
 
that will be available from the cost component of the research design
 
will allow for evaluation of this hypothesis. It is important to note
 
that even if this hypothesis is not rejected, it can still be determined
 
which of the options, other state hospital or community setting, is less
 
expensive.
 
The final rival hypothesis is concerned with client development.
 
This hypothesis, like the research hypothesis that is concerned with
 
development, will be the most difficult to evaluate. The comparision
 
group is drawn from the same pool as the comparison group for the first
 
rival hypothesis, Patton residents who moved to other state hospitals.
 
CDER data for this group is not available from the other state
 
hospitals. An individual summary form that is based on the CDER, but
 
does not provide raw scores, is, in some cases, available. It will be
 
possible to compare the Patton CDER's to the individual summaries to
 
determine if there was progress, no change, or regresion in the two
 
major CDER domains, self help skills and maladaptive behavior. Another
 
indicator will be an analysis of individual program plans (IPP's) for a
 
group of clients who moved to other state hospitals and another group
 
who moved to community settings. IPP's are developed by the
 
interdiscipiinary teams for each client on an annual basis. The IPP
 
includes developmental objectives with baselines on the current level of
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behavior. When the IPP objectives refer to the same objectives over
 
time, it is possible to determine behavior change by compring the
 
baselines of the Patton IPP's to the IPP's that were-completed after the
 
person moved to another setting. The data for both indicators do not
 
lend themselves to statistical analysis.
 
CHAPTER VIII
 
COST EFFECTIVENESS:
 
RESULTS
 
The evaluation design that was discussed in chapter VII has
 
three distinct components:
 
1. 	A ten year cost analysis of the three alternative service
 
settings for persons with developmental disabilities that
 
were residents of Patton State Hospital in 1981.
 
2. 	Two research designs, time series and pretest-posttest,
 
that examine the rate of development for Inland Counties'
 
clients who moved from state hospitals to community
 
settings that were developed as part of the Patton
 
Project.
 
3. 	A consideration of rival hypotheses that may provide
 
alternative explanations for any changes found in either
 
costs or developmental rates.
 
Each component will be discussed separately. This chapter will conclude
 
with an analysis of the results based on the three components.
 
Costs
 
The first hypothesis predicts a positive relationship between
 
deinstitutionalization and cost reduction. The period of analysis is
 
1981-1991. Table Two provides the results. All costs are computed on a
 
dollars/day/ person basis. Three service settings, Patton, other state
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TABLE TWO
 
COST OF CARE 
(Dollars/Person/Day) 
Service Setting 
Patton St. Hosp./ Other St. Hosp./ Community Settings 
Year Gross Net Gross Net Gross Net 
Transition 58.01 58.01 57.53 57.53 26.29 26.29 
1981-82 111.16 75.12 103.19 55.72 99.12 78.20 
1981-83 115.99 94.23 113.12 61.73 97.94 79.02 
1983-84 124.11 100.83 120.83 65.83 85.15 55.15 
1984-85 108.60 88.23 105.73 57.60 74.51 48.26 
1985-86 95.02 77.20 92.51 50.40 65.19 42.22 
1986-87 83.14 67.55 80.95 44.10 57.04 36.95 
1987-88 72.75 59.10 70.83 38.59 49.91 32.33 
1988-89 63.66 51.72 61.97 33.76 43.67 28.29­
1989-90 55.70 45.25 54.23 29.54 38.21 24.75 
1990-91 48.74 39.60 47.45 25.85 33.44 21.66 
Total 936.88 756.83 908.33 520.66 670.48 473.11 
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hospital, and community settings are considered. For each setting, the
 
total cost to taxpaysers (Gross), and the cost to California (Net) was
 
computed. The difference between the two figures is due, for the most
 
part, to federal participation in the cost of care through the Medic-Aid
 
program. The first heading in the "YEAR" column. Transition, reflects
 
the one-time costs related to establishing a community facility, or
 
modifying a state hospital to meet federal fire-life safety requirements
 
(See chapter VII). Transition costs are based on the value of the
 
dollar during the 1981-82 fiscal year. All costs through 1983-84 are
 
based on the dollar values during that year. It is assumed that costs
 
in each setting will stabilize in 1983-84. Costs from 1984-85 through
 
1990-91 are based on 1983-84 costs discounted to reflect their present
 
value. Total costs, then, reflect the present value of expenses to
 
serve one person for one day during each of ten fiscal years.
 
A review of Table Two produces a number of observations.
 
Continued services at Patton would have been the most expensive option.
 
In comparing Patton with other state hospitals, it is interesting to
 
note that there is less than five percent difference between the gross
 
costs. Net costs (cost to State), however, are,almost a third more at
 
Patton. This is a result of the established Medi-Cal formula that
 
substantially reduces the amount of federal participation in facilities
 
that serve less than 300 persons. The total community setting costs,
 
gross and net, are the lowest. Transition costs (the cost to establish
 
community facilities) are less than remodeling costs at state hospitals,
 
but the net cost for the community in 1981-82 was higher than the other
 
two options. This is a result of the extra staffing required at Patton.
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while It was phasing out and in the community v^hile it was phasing in.
 
Net costs for community settings remain higher than other state
 
hospitals until 1983-84. The significant cost reduction in that year is
 
primarily a result of community facilities qualifying for federal
 
assistance through the Medic-Aid program. Residential care rates were
 
also reduced by an average of over ten dollars/person/day as a result of
 
client progress. The discontinuance of service at Patton for the
 
seventy-eight Inland clients resulted in a savings to the state of 7.6
 
million dollars over the ten years of analysis. Using a community
 
alternative was 9% less costly to the state (Net) than transferring all
 
Patton residents to other state hospitals.
 
Effectiveness
 
Hypothesis Two states that deinstitutionalization of
 
developmentally disabled adults will accelerate their development. The
 
subjects for this design are all clients of Inland Counties Regional
 
Center who were residents of a state institution and moved to facilities
 
developed as part of the Patton Project in fiscal year 1981-82. Two
 
research designs, a time series and a pretest-posttest were employed.
 
Evaluation Meausure 1: Time Series
 
The time series design controls,for all extraneous variables
 
except history. A Single Mood Test was the statistical method chosen
 
for analysis. Thirty Inland clients who successfully adjusted to
 
community service settings make up the sample. The Client Development
 
Evaluation Report (CDER) is the indicator of development. Raw CDER
 
scores are given in Appendix One.
 
81 
TABLE THREE 
MOOD TEST 
ODER Item Predicted Mean t score Range Score 
Household Chores 1.17 .20 1.72* 1.83 
Eating 4.35 .15 4.77* 5.26 
Toileting 3.68 .30 4.30 4.13 
Bladder Control 2.72 .47 3.68 3.26 
Bowel Control 2.83 .13 3.17* 3.56 
Personal Hygiene 1.60 .50 2.62 2.13 
Bathing 1.53 .20 1.94 1.86 
Dressing 3.28 .13 3.63* 3.90 
Unacceptable Social 2.17 .37 2.92 2.40 
Agression 2.37 .47 3.33 2.63 
S.I. Frequency 3.10 .55 I.96(L) 2.53 
S.I. Severity 3.43 .50 4.49 3.63 
Smear Feces 4.25 .50 5.27 4.47 
Property Destruction 3.10 .47 4.06 3.13 
Runni ng 2.35 .47 3.65* 6.07 
Depressive-1ike 3.43 .53 2.34(L) 3.37 
Frustration 2.08 .44 2.98 2.23 
Repetitive Movements 3.10 .35 3.81 3.73 
Inappropriate Undressing 2.75 .57 3.92 3.00 
Hyperactivity 2.73 .31 3.58* 3.93 
Temper Tantrums 2.52 .43 3.40 2.87 
Resistiveness 2.13 .15 2.43 2.17 
Adjustment/Social 2.52 .08 2.69 2.60 
Adjustment/Physical 2.08 .09 2.32* 2.53 
*Sigm'fleant at 1% 
(L) Low end of range 
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Table Three presents the results bf the statistical analysis for
 
all CDER items (Column One) considered. The second column, "Predicted
 
Mean", is the post-treatment CDER score that would be most likely if
 
movement to community settings had no impact on rate of development. It
 
is based on establishing a linear trend from the two CDERs completed
 
while the sample resided in state hospitals. The third column, "t
 
score", a reflection of variance within the sample, was achieved through
 
the formula that Mood (1950), p. 299) developed. A higher t score
 
reflects greater variance in the sample. "Range", the fourth column, is
 
the highest CDER score (lowest score when noted by "(L)") that would
 
occur by chance. It is established by adding (subtracting for "(L)")
 
the predicted mean (Column Two) to the product of "t" (Column Three) and
 
the level of confidence desired (2.048 for or 2.763 for IX; 28
 
degrees of freedom). When the range is followed by an asterisk, , a
 
IX level of confidence is given. The final column, "Score", is the
 
actual mean CDER score for the sample. If this score is greater than
 
the predicted range, then there is an indication that a nonrandom shift
 
occurred. The null hypothesis (there is no relationship between
 
deinstitutionalization and development) can be rejected.
 
A review of Table Three indicates a gain in scores that would
 
occur by chance less than one time in one hundred for the following
 
items:
 
Household Skills, Eating, Bowel Control, Dressing, Running Away,
 
Hyperactivity, Adjustment to Physical Change.
 
A gain in CDER score indicates an increase in adaptive behaviors
 
(Household Chores through Dressing), or a decrease in maladaptive
 
behavior (Unacceptable Social through Adjustment/Physical). Four of the
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eight, 50%, of the adaptive behavior items that were considered
 
evidenced significant improvement. Three of the sixteen, 19%,
 
maladaptive behaviors that were reviewed also showed improvement greater
 
than would have been expected by chance. Twenty-two of twenty four
 
actual ODER scores were higher than the Predicted Mean. There were no
 
items where significant regression was indicated.
 
Figures One through Seven illustrate the significant shifts that
 
were found. The first two points in each figure are average ODER scores
 
for the sample (the vertical axis) for the two years (horizontal axis)
 
prior to hospital discharge. The third point is the ODER score obtained
 
after one year of community services. The vertical line after the
 
second point indicates the "treatment effect", the impact of community
 
placement.
 
Evaluation Measure 2: Pretest-Posttest
 
The second research design that considers program effectiveness
 
as indicated by client development employs a more powerful statistical
 
technique, but is more subject to extraneous variables. CDER data was
 
available for fifty-three Inland clients who moved to the community.
 
They are the subjects for this design. For this component, only two
 
CDER scores are considered. The first was obtained while the subjects
 
were in state hospitals. The second score was achieved one year after
 
movement to the community. The research question for the time series
 
design was, "VJas there a change in developmental trends as a result of
 
community placement?" The research question for the pretest-posttest
 
design is, "Was there a difference between state hospital and community
 
CDER scores?". The possibility that this difference would have occurred
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TABLE FOUR
 
SIGNIFICANCE OF THE DIFFERENCE BETWEEN
 
STATE HOSPITAL AND COMMUNITY MEANS
 
Hospital
 
ODER Item
 Mean
 
Household Chores 1.19
 
Eating 4.43
 
Toileting 3.70
 
Bladder Control 2.92
 
Bowel Control 3.15
 
Personal Hygiene 1.62
 
Bathing 1.53
 
Dressing 3.38
 
Unacceptable Social 2.13
 
Agression 2.55
 
S.I. Frequency 2.81
 
S.l. Severity 3.40
 
Smear Feces 4.43
 
Property Destruction 3.38
 
Running 2.72
 
Depressive-like 3.55
 
Frustration 2.09
 
Repetitive Movements 2.79
 
Inappropriate Undressing 2.89
 
Hyperactivity 3.04
 
Temper Tantrums 2.60
 
Resistiveness 2.08
 
Adjustment/Social 2.43
 
Adjustment/Physical 2.25
 
.65
 
.84
 
1.25
 
.95
 
1.04
 
.81
 
.63
 
.99
 
.67
 
.94
 
1.66
 
1.34
 
1.04
 
1.20
 
2.56
 
.69
 
1.23
 
1.26
 
1.16
 
1.47
 
1.43
 
.58
 
.74
 
.80
 
Community 
Mean t Score 
1.85 .76 4.77 
5.17 .91 4.31 
4.17 1.09 2.04 
3.47 .92 2.96 
3.62 .81 2.59 
2.06 .68 2.96 
1.83 .50 2.69 
3.83 1.08 2.23 
2.45 .77 2.27 
2.74 .89 1.05 
2.68 1.44 .43 
3.74 .87 1.53 
4.53 .92 .49 
3.36 1.35 .08 
5.72 2.20 6.41 
3.17 .99 2.26 
2.21 1.05 .50 
3.64 1.23 3.47 
3.13 1.01 1.15 
3.79 1.19 2.88 
2.68 1.41 .27 
2.21 .63 1.12 
2.28 1.07 .87 
2.60 .53 2.70 
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as a result of maturation was discussed in the previous chapter.
 
Table Four provides a summary of the significance of the
 
difference between state hospital and community CDER means for the
 
sample. The first column identifies the CDER items that were selected
 
for analysis. The second column, "Hosptial Mean", provides the mean
 
CDER score for each item. , the third column, represents the
 
standard deviation for hospital CDERs. Columns Four and Five provide
 
the same information as columns two and three for CDERs completed one
 
year after state hospital discharge, "t Score", the last column, is the
 
t ratio computed for each CDER item. With one hundred four degrees of
 
freedom, a "t" of 1.98 is significant at 5% and 2.638 is significant at
 
the 1% level of confidence.
 
A review of Table Four indicates significant gains in the
 
following areas;
 
Level of Confidence:
 
\% 5%
 
Household Chores Toileting
 
Eating Bowel Control
 
Bladder Control Dressing
 
Personal Hygiene Unacceptable Social
 
Bathing " Behavior
 
Running Away
 
Repetitive Movements
 
Hyperactivity
 
Adjustment/Physical
 
Significant gains were found in all adaptive behavior CDER items that
 
were considered. Five of sixteen maladaptive behavior CDER items also
 
indicated gains that were greater than chance. All CDER items that
 
indicated significant gains in the time series design were also
 
significant in the pretest-posttest design. One item. Depressive-like
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Behavior, indicated regression at the 5% level of confidence. This item
 
also had a lower than predicted, but not significant, score in the time
 
series design.
 
Rival Hypotheses
 
There are two extraneous variables that must be considered. The
 
first deals with the client selection process. Since persons who moved
 
to the community were selected by Interdiscipl inary teams, in what
 
way(s) do they differ from those who moved from Patton to another state
 
hospital? The second extraneous variable is history. Patton State
 
Hospital stopped providing developmental services. Did movement from
 
Patton to any other setting have an impact on development?
 
Rival Hypothesis One
 
The first rival hypothesis predicts that persons selected for
 
deinstutionalization cost less to serve than persons who remain in state
 
hospitals because of the level of their service needs. CDERs for
 
seventeen Inland clients who moved to other state hospitals were
 
reviewed. The CDERs were completed by Patton staff at the same time
 
that they completed the CDERs for persons moving to the community.
 
Table Five presents the results (Appendix Two). Column One, again,
 
identifies the CDER items selected for this study. Column Two gives the
 
mean CDER score for the seventeen subjects. The third column provides
 
the standard deviation for the sample. The data from Columns Two and
 
Three can then be combined with the data from the second and third
 
columns of Table Four to achieve a t score. The research question is,
 
"Is there a significant difference between the means of (Inland clients
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who were Patten residents) persons selected for deinstitutionalization
 
and persons identified as continuing to require services through a state
 
hospital?".
 
A review of Table Five indicates that there is no significant
 
difference between the two groups. The only significant t score found
 
was on the Running or Wandering Away item. Significant improvement on
 
this CDER item was found on both research designs that considered
 
client development. A comparison of raw mean scores also fails to
 
reveal any consistent pattern. Six t scores are greater than one, and
 
seven are less than .4. There is very limited support for the first
 
rival hypothesis from the CDER data.
 
Chart reviews were completed for the seventeen clients, and
 
interviews with the three Inland staff who participated in the
 
interdisciplinary teams that detentiined client movement were conducted.
 
It appears that every effort was made to provide a community service
 
setting. The basic belief expressed was that each person deserved this
 
opportunity, and that the client was given "the benefit of the doubt".
 
The fact that the vast majority of Inland clients who were Patton
 
residents moved to the community would support this view. Persons
 
identified as "requiring" continued residence in another state hospital
 
were selected on the basis of service needs. Medical problems, recent
 
community activities that led to hospitalization (eg. arson, rape), and
 
violent or destructive behavior that could only be managed by physical
 
or chemical restraints were the major factors that led to transfer to
 
another state institution. It appears, then, that clients who moved to
 
other state hospitals from Patton had unique service needs that were
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TABLE FIVE
 
SIGNIFICANCE OF THE DIFFERENCE BETWEEN MEANS
 
OF PERSONS WHO REMAINED IN STATE HOSPITALS
 
AND PERSONS WHO MOVED TO THE COMMUNITY
 
ODER Item
 
Household Chores
 
Eating
 
Toileting
 
Bladder Control
 
Bowel Control
 
Personal Hygiene
 
Bathing
 
Dressing
 
Unacceptable Social
 
Agression
 
S.I. Frequency
 
S.I. Severity
 
Smear Feces
 
Property Destruction
 
Running
 
Depressive-like
 
Frustration
 
Repetitive Movements
 
Inappropriate Undressing
 
Hyperactivity
 
Temper Tantrums
 
Resistiveness
 
Adjustment/Social
 
Adjustment/Physical
 
Mean
 
1.47
 
4.47
 
3.47
 
2.82
 
2.59
 
1.88
 
1.71
 
3.24
 
1.88
 
2.47
 
3.12
 
3.59
 
4.00
 
3.47
 
1.65
 
3.41
 
2.06
 
3.00
 
3.26
 
3.29
 
2.82
 
2.18
 
2.18
 
2.35
 
1.04
 
1.19
 
1.58
 
1.10
 
.60
 
1.07
 
.75
 
1.35
 
1.08
 
1.19
 
1.81
 
1.42
 
1.37
 
1.38
 
1.64
 
.77
 
1.11
 
1.33
 
1.07
 
1.74
 
1.38
 
1.10
 
.86
 
.83
 
t Score
 
1.02
 
.13
 
.53
 
.33
 
1.37
 
.92
 
.87
 
.38
 
1.39
 
.25
 
.61
 
.47
 
1.16
 
.23
 
1.99
 
.65
 
.12
 
.56
 
1.19
 
.52
 
.55
 
.35
 
,29
 
.84
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identified by clinical staff. The rival hypothesis that clients who
 
remained in state facilities had greater service needs cannot be
 
rejected, but is not strongly supported. •
 
Rival Hypothesis Two
 
The data has already been presented that will allow for analysis
 
of the second rival hypothesis, "Movement of clients from Patton to any
 
other service setting will result in a reduction of costs". Table Two
 
compares costs at Patton to other state hospitals and to community
 
settings. The table indicates a less than 5% savings to tax payers
 
(Gross) when costs at Patton are compared to other state hospitals. The
 
savings to the state (Met costs) is almost a third. The community has a
 
gross cost that is almost 30% less than Patton or other state hospitals.
 
The net cost of community services was over a third less than Patton,
 
but less than 10% less than other state hospitals. The critical element
 
in net costs is the other state hospitals access to a rate of federal
 
reimbursement that was not available to either Patton or community
 
settings. The second rival hypothesis is not rejected.
 
Rival Hypothesis Three
 
The final rival hypothesis considers client development. It
 
projects a positive relationship between movement from Patton to any
 
other setting and client development. Two methods were used to evaluate
 
client progress in other state hospitals. The first was a comparison
 
between CDER scores achieved by nine subjects while they were Patton
 
residents and Individual Summary Forms completed after the person moved
 
to another state hospital. For each subject a judgement was made as to
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whether the person progressed, did not change, or regressed in the major
 
domains of self help skills and maladaptive behavior (Table Six)­
TABLE SIX
 
CLIENT DEVELOPMENT FOR PATTON RESIDENTS
 
WHO MOVED TO OTHER STATE HOSPITALS
 
Domain Progress No Change Regression
 
Self Help 1 5 3
 
Mai adaptive 0 5 4
 
A review of Table Six indicates that movement from Patton to another
 
state hospital did not contribute to client development. There is an
 
indication, in fact, that, in at least a third of the cases reviewed,
 
there may have been regression.
 
The other method to evaluate Rival Hypothesis Three was an
 
analysis of the same nine subjects individual program plans (IPP).
 
Developmental baselines on IPP's developed at Patton were compared to
 
IPP baselines developed in the other state hospitals that the subjects
 
moved to. The same process was completed for twenty former Patton
 
residents who moved to the community (comparing Patton IPP's to
 
Community IPP's). The results are presented in Table Seven.
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TABLE SEVEN
 
DEVELOPMENTAL PROGRESS AFTER PATTON DISCHARGE
 
(percent)
 
Regression
Destination Progress No Change
 
Other Hospital 16 37 47
 
Community 67 16 17
 
A total of 24 IP? baselines were reviewed for the nine clients
 
who moved from Patton to other state hospitals. 63 IPP baselines were
 
reviewed for the twenty clients who moved to the community. For each
 
baseline, a determination of progress (Column Two), no change (Column
 
Three), or regression (Column Four) was made. The figures are presented
 
in the form of percentages so.that they are comparable. The results are
 
consistent with other data reviewed. Movement from Patton to other
 
hospitals did not contribute to development (Table Six). Movement from
 
Patton to community service settings was positively related to
 
development (Tables Three and Four). The third rival hypothesis is
 
rejected.
 
Summary
 
The cost effectiveness study indicates that deinstitutional­
ization is cost effective. It was hypothesized that deinstitutional­
ization would result in a reduction of cost to the state (#1) and an
 
acceleration of the participants' development (#2). Rival hypotheses
 
predicting that any reduction of costs was related to moving clients
 
with less service needs to the community (#1) or from Patton to any
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other setting (#2) were considered and not accepted. The hypothesis
 
that movement of clients from Patton to any other setting would
 
accelerate development (#3) was also reviewed and rejected.
 
In the research design. Chapter VII, it was anticipated that the
 
hypotheses related to cost would be more straight forward than the
 
hypotheses related to client development. This does not appear to be
 
the case. There is a clear savings in gross costs that is achieved by
 
moving these subjects to community settings. The difference in costs to
 
the state (net) is less clear. The savings when Patton and community
 
net costs are compared is obvious. The difference between other state
 
hospital and community costs to the state is less clear. A number of
 
costs in both settings are either omitted or overestimated. Since the
 
total difference is less than 10% over the ten years of analysis, it is
 
possible that either setting is, in fact, less costly to the state.
 
Hypothesis One and Rival Hypothesis Two can be neither accepted nor
 
rejected.
 
The analysis of the second hypothesis is more complicated, but
 
the results appear clearer. Tables Three, Four and Seven provide a
 
clear indication that there was a positive relationship between movement
 
from the state hospital to the community and client development. Tables
 
Six and Seven indicate that movement from Patton to other state
 
hospitals did not result in client development. Hypothesis Two is
 
supported and Rival Hypothesis Three is rejected. Deinstitutionaliz­
ation, for these subjects, had a positive impact on their development.
 
The following conclusions are supported by the data:
 
1. The Patton Project resulted in significant savings to the
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state and federal governments.
 
2. 	The cost of community services for Inland clients to the
 
state is within the range of costs to the state for
 
hospital services for similar clients.
 
3. 	Deinstitutionalization of adults with significant service
 
needs had a positive impact on client development.
 
4. 	Client development in the community was positively related
 
to cost reductions to to the state.
 
5. 	The trend for state hospital costs indicates an increase in
 
costs/client over time.
 
6. 	Movement of Inland clients to the community was cost
 
effective.
 
7. 	The Medi-Cal reimbursement schedule that provides for a
 
50% federal match for cost of care in institutions of over
 
300 persons may provide a fiscal disincentive to
 
deinstitutionalization.
 
CHAPTER IX
 
IMPLICATIONS OF THE STUDY
 
The Patton Project continues. Seventy-two persons with
 
significant service needs are residing in community settings that
 
provide an alternative to large state hospitals. Twelve other
 
participants have moved to other settings. This paper was an effort to
 
evaluate the current status of the program and to make some predictions
 
as to its future.
 
The principles of normalization and the developmental model
 
have become the foundation for developmental services throughout the
 
United States. "Smaller is better", and a faith in the potential of us
 
all have been accepted with little critical evaluation. Legislation,
 
judicial rulings, and a variety of other forces have created an
 
environment that nurtured the development of a community service system
 
that exceeds the expectations of most of its founders. Initial
 
successes were apparent. A large number of the most and more able
 
persons with developmental disabilities have demonstrated that they
 
could live in the community, and become productive participants.
 
Everyone has won; the disabled have been better served and the cost has
 
been less than state hospitals.
 
We are entering a new era in California. The vast majority of
 
the current state hospital residents have significant service needs.
 
Professionals are beginning to question whether,community settings can
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effectively serve persons with significant needs, and a cost conscious
 
government is becoming concerned with the price. Much of the research
 
in the area of deinstitutionalization raises significant questions about
 
the theories that support community services. The Lanterman
 
Developmental Services Act is being reexamined and significant
 
modifications have already been enacted that closely tie Cal ifornian's
 
right to service to the State's ability to pay.
 
It is in this social-political environment that we must examine
 
the meaning is this research. The Patton Project provided an
 
opportunity for analyses of two major issues:
 
1. 	Can services for a large number of persons with significant
 
service needs be terminated through the implementation of a
 
plan that requires the cooperation of state agencies,
 
regional centers, and private providers?
 
2. 	Is the transfer of persons who "require" state
 
hospitalization to the community cost effective?
 
The available data indicates that the major program objf^f-tivp? of the
 
Patton Project were accomplished and that community services for this
 
population were cost effective.
 
It would be an error, however, to assume that this Project can
 
be directly replicated in other settings. Patton State Hospital
 
differed from most state hospitals in California in a number of ways.
 
The parents of its residents were, in general, less involved than in
 
many other settings. Permanent employees could be assured continued
 
employment serving the other target populations at Patton. These two
 
conditions resulted in a lack of organized opposition to the plan.
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Developmental services was not the major focus at Patton, and, in fact,
 
made the administration of Patton difficult. The Patton administration
 
V
 
was very supportive of the plan, and played a major role throughout the
 
process. The cost of establishing community services was not a barrier
 
because funds were already allocatd to complete building modifications
 
that the federal government was requiring.
 
This study makes a substantial contribution to the knowledge
 
base of deinstitutionalization for persons with developmental
 
disabilities who have intensive service needs. It is, first, an
 
affirmation of the belief held by a number of advocates, legislators,
 
and courts that developmental services can be provided in small
 
COTimunity settings for a number of persons who continue to reside in
 
state institutions. There is a strong indication that
 
deinstitutional ization has a significant impact on client development,
 
especially in the area of increasing activities of daily living (self
 
help) skills.
 
There is also a clear indication that the provision of this
 
service is expensive. The quality of cost data available prevents a
 
clear conslusion regarding the most economical alternative. The data
 
indicates that the cost of community services is comparable to the costs
 
of state hospital services. A trend analysis also indicates that state
 
hospital services are becoming more expensive, and that the Inland
 
community services are becoming less expensive. It is also apparent
 
that the state hospital has a higher total cost, and that significant
 
federal participation in the cost of care for state hospital residents
 
is a major factor in retaining this service option. Further evaluation
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if costs after another two years could provide a more conclusive
 
indication of cost trends.
 
It is important to note, at this point, that this study also
 
confirms the need for the state hospital system. The majority of the
 
former Patton residents including a number of Inland clients who resided
 
at Patton moved to other state hospitals. Some of the clients who moved
 
to the community returned to a state setting. It is not productive to
 
promote any option in the developmental service system to the exclusion
 
of any other. This paper demonstrates that community services can play
 
a role in the provision of services to a wider range of clients than it
 
had in the past.
 
The Future
 
Where do we go from here? This study has implications for the
 
future in a number of areas. There is clearly a need for further
 
research, particularly in the area of costs. The research methods
 
employed demonstrate the public policy analysis can be productive. A
 
number of other policies could be examined with similar methodology.
 
The findings of this paper provide some issues for consideration in
 
public policy formation. The implementation of the Patton Project could
 
also have an impact on developmental services in California.
 
This study, like most in the field, provides as many questions
 
as it does answers. Much of the research in this paper was limited by
 
the data available. The Department of Developmental Services has access
 
to all CDERs completed for persons who were part of the Patton Project
 
for the past five years. An immediate research need, that it could
 
accomplish, would be the expansion of this study in the area of program
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effectiveness to all participants. This would allow the use of more
 
sensitive statistical devices, and a more complete analysis of the rival
 
hypotheses. Future studies of deinstitutionalization that use an
 
indicator of development that is more widely accepted than the CDER
 
would also be helpful. Further investigation of the finding that major
 
progress occurs in the area of skill building, rather than the area of
 
reducing established maladaptive behaviors is also indicated.
 
The question of service costs has troubled research in this
 
area. The problem encountered in this paper is not unique. It is not
 
possible to complete a comprehensive study of costs using retrospective
 
analysis of available data. There is a need to build a method to assure
 
that all client specific costs are reported when they occur in any
 
future deinstitutionalization project. There is also a need to assure
 
that the research method is implemented. The original Patton Project
 
evaluation design had a cost reporting method planned. It was not
 
implemented because of the additional demands it placed on the service
 
providers and on the evaluation branch of the Department of
 
Developmental Services. Vie will continue to be plagued with the
 
question, "How much?", until a comprehensive study is completed.
 
In the area of policy analysis, I believe that this paper has
 
made a substantial contribution. It provides a clear demonstration that
 
a social action program can be evaluated from a number of perspectives.
 
It also indicates that a broad focus is necessary to assure a meaningful
 
evaluation. A study that simply addressed the program objectives, the
 
costs, or client outcomes would fail to provide the information
 
necessary for a meaningful evaluation. There is a need for further
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evaluations that address the Issue of cost effectiveness.
 
Deinstitutionalization is a public policy. Most social
 
institutions continue to support this general goal, although it is now
 
being challenged. The results of this study support continued efforts
 
to expand the community service system so that it has the capacity to
 
meet a wider range of needs. It recognizes, however, that these options
 
are costly, and that state hospitals wil 1 continue to provide an
 
essential service for the forseeable future. On a more concrete level,
 
it questions the policy of providing access to the greatest amount of
 
federal support to service settings that are large institutions.
 
The impact of the Patton Project on the California developmental
 
service system is not known at this time. Current indications from the
 
Department of Developmental Services are that is is seen as a one-time
 
program of limited utility to the remainder of the service system.
 
Inland clients who reside in other state hospitals are being denied
 
access to the same opportunity that the Project participants had. There 
are no active plans to replicate this program in another setting. The 
state has invested millions in the modifications of other state 
hospitals. The possibility remains, however, that a major 
deinstitutional ization effort will be initiated when another hospital
 
has a census of less than three hundred, or when there is the option of
 
converting a state hosptial to another use. There has been limited
 
discussion, for instance, of the option of converting Camarillo State
 
Hospital into a prison, and moving its residents to other settings.
 
This study was intended to provide information to be considered
 
as we continue to struggle with the issues of deinstitutionalization.
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It has not provided proof for the widely accepted view that community
 
services are better and less costly. The project did demonstrate that
 
the community should be considered as an option for persons with
 
significant service needs. The available data tend to support
 
r
 
established theories. This study also demonstrates that a number of
 
social action programs can be effectively evaluated with existing data.
 
The era of throwing money at social problems, is past. Program
 
administrators must increase their efforts at developing and
 
distributing information that identify programs that "work". This paper
 
reflects such an effort.
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ODER Item/
 
Score
 
Household Chores
 
1
 
2
 
3
 
4
 
Eating
 
1
 
2
 
3
 
4
 
5
 
6
 
Toileti ng
 
1
 
2
 
3
 
4
 
5
 
Bladder Control
 
1
 
2
 
3
 
4
 
Bowel Control
 
1
 
2
 
3
 
4
 
Personal Hygiene
 
1
 
2
 
3
 
4
 
Bathinq
 
1
 
2
 
3
 
Dressing
 
1
 
2
 
3
 
4
 
5
 
Unacceptable Social
 
1
 
2
 
3
 
4
 
Appendix One
 
Raw Data for Mood Test
 
Frequency
 
1980 

27 

2
 
0
 
1
 
1
 
0
 
0
 
16 

10 

3
 
3
 
3
 
1
 
15 

8
 
4
 
11 

6
 
9
 
2
 
8
 
3
 
17 

18 

7
 
5
 
0
 
17 

11 

2
 
4
 
1
 
11 

11 

3
 
6
 
14 

8
 
2
 
1981
 
27
 
2
 
0
 
1
 
1
 
0
 
0
 
20
 
7
 
2
 
3
 
4
 
1
 
15
 
7
 
2
 
12
 
7
 
9
 
2
 
11
 
0
 
17
 
18
 
5
 
7
 
0
 
15
 
13
 
2
 
4
 
1
 
9
 
14
 
2
 
4
 
18
 
8
 
0
 
1982
 
12
 
11
 
7
 
0
 
0
 
0
 
0
 
5
 
12
 
13
 
2
 
0
 
3
 
12
 
13
 
3
 
5
 
3
 
19
 
1
 
3
 
4
 
22
 
5
 
16
 
9
 
0
 
6
 
22
 
2
 
0
 
2
 
8
 
, 11
 
9
 
3
 
15
 
9
 
3
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Appendix One 
(continued) 
CDER Item/ 
Srnrp 
1980 1981 1982 
Aggression 
1 6 3 1 
2 16 18 16 
3 1 2 6 
4 7 7 7 
Self Injurious 
Frequency 
1 8 7 10 
2 7 6 7 
3 2 4 6 
4 2 1 1 
5 11 12 6 
Self Injurious 
Severity 
1 3 3 0 
2 5 6 5 
3 6 6 6 
4 7 4 14 
5 9 11 5 
Smear Feces 
1 . 2 1 - 1 
2 2 ­ 3 0 
3 • 3 1 4 
4 4 4 4 
5 19 21 21 
Property Destruction 
1 3 2 4 
2 11 8 6 
3 6 11 7 
4 . 2 1 8 
5 • 8 8 5 
Running or Wandering 
1 22 22 1 
2 1 1 3 
3 0 0 1 
4 1 - 0 0 
5 0 0 1 
6 0 0 1 
7 6 6 23 
Depressive-like 
1 1 0 2 
2 5 5 4 
3 5 6 5 
4 19 19 19 
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Appendix One 
(continued) 
ODER Item/ 
Score 
1980 1981 1982 
Reaction to 
Frustration 
1 15 15 11 
2 4 5 8 
3 4 3 4 
4 1 7 7 
Repetitive Movements 
1 4 4 • 1 
2 7 7 6 
3 7 8 5 
4 5 5 6 
5 7 6 12 
Inappropriate Undressing
1 4 4 2 
2- 11 9 9 
3 6 5 6 
4 9 12 13 
Hyperactivity 
1 9 9 0 
2 6 5 4 
3 5 7 7 
4 3 4 6 
5 7 5 13 
Temper Tantrums 
1 8 6 6 
2 13 14 10 
3 2 3 4 
4 1 1 2 
5 6 6 8 
Resistiveness 
1 2 1 2 
2 24 24 24 
3 3 . 4 1 
4 1 1 3 
Adjustment to change/ 
Social 
1 5 2 0 
2 8 9 13 
3 16 18 16 
4 1 1 1 
Adjustment to change/ 
Physical environment 
1 8 9 0 
2 12 11 14 
3 9 9 16 
4 0 1 1 
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Appendix Two
 
CDER Item/
 
Score
 
Household Chores
 
1
 
2
 
3
 
4
 
Eating
 
1
 
2
 
3
 
4
 
5
 
6
 
Toil eting
 
1
 
2
 
3
 
4
 
5
 
Bladder Control
 
1
 
2
 
3
 
4
 
Bowel Control
 
1
 
2
 
3
 
4
 
Personal Hygiene
 
1
 
2
 
3
 
4
 
Bathing
 
1
 
2
 
3
 
Dressi ng
 
1
 
2
 
3
 
4
 
5
 
Raw Data for t 

Frequency
 
Project
 
1981
 
48
 
2
 
1
 
2
 
I
 
0
 
0
 
32
 
14
 
6
 
5
 
7
 
1
 
26
 
14
 
2
 
20
 
11
 
20
 
2
 
19
 
1
 
31
 
31
 
II
 
11
 
0
 
29
 
20
 
4
 
5
 
2
 
17
 
26
 
3
 
Tests
 
1982
 
20
 
21
 
12
 
0
 
1
 
0
 
0
 
8
 
23
 
21
 
3
 
2
 
4
 
18
 
26
 
3
 
7
 
5
 
38
 
2
 
5
 
4
 
42
 
11
 
28
 
14
 
0
 
12
 
38
 
3
 
0
 
4
 
12
 
22
 
15
 
Other State Hospital
 
1981
 
14
 
0
 
1
 
2
 
0
 
2
 
0
 
7
 
4
 
4
 
3
 
3
 
1
 
3
 
7
 
2
 
6
 
2
 
7
 
1
 
5
 
0
 
11
 
9
 
3
 
3
 
2
 
6
 
3
 
2
 
4
 
3
 
4
 
4
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CDER Item/
 
Score
 
Unacceotable Social
 
1
 
2
 
3
 
4
 
Aggression
 
1
 
2
 
3
 
4
 
Self Injurious
 
Cv*Qn 1 iQ
 
2
 
3
 
4
 
5
 
Self Injurious
 
Severity
 
1
 
2
 
3
 
4
 
5
 
Smear Feces
 
1
 
2'
 
3
 
4
 
5
 
Property Destruction
 
1
 
2
 
3
 
4
 
5
 
Running or Wanderinq
 
1
 
2
 
3
 
4 ,
 
5
 
6
 
7
 
Appendix Two
 
(continued)
 
1981
 
8
 
31
 
13
 
0
 
4
 
29
 
7
 
13
 
16
 
1/1
 
A
 
o
 
17
 
4
 
13
 
10
 
10
 
16
 
1
 
5
 
1
 
9
 
37
 
3
 
10
 
17
 
10
 
13
 
35
 
1
 
1
 
1
 
2
 
1
 
12
 
1982 

4
 
26 

18 

1
 
1
 
27 

10 

15 

1/1 

13 

13 

2
 
11 

0
 
5
 
14 

24 

10 

1
 
2
 
4
 
7
 
39 

7
 
8
 
10 

15 

13 

5
 
5
 
1
 
2
 
1
 
1
 
38 

Other State Hospital
 
1981
 
4
 
11
 
2
 
5
 
4
 
• 	 7
 
0
 
6
 
5
 
2
 
0
 
2
 
7
 
1
 
5
 
1
 
3
 
7
 
1
 
3
 
1
 
2
 
10
 
1
 
5
 
2
 
3
 
6
 
■ 14
 
1
 
0
 
0
 
1
 
0
 
1
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CDER Item/
 
Score
 
Depressive-1ike
 
1
 
2
 
3
 
4
 
Reaction to
 
Frustration
 
1
 
2
 
3
 
4
 
Repetitive Movements
 
1
 
2
 
3
 
4
 
5
 
Inappropriate Undressing
 
1
 
2
 
3
 
4
 
Hyperactivity
 
1
 
2
 
3
 
4
 
5­
Temper Tantrums
 
1
 
2
 
3
 
4
 
5
 
Resistiveness
 
1
 
2
 
3
 
4
 
Adjustment to change/
 
Social
 
1
 
2
 
3
 
4
 
Appendix Two
 
(continued)
 
1981
 
0
 
6
 
12
 
35
 
26
 
8
 
7
 
12
 
8
 
17
 
14
 
6
 
8
 
10
 
9
 
11
 
23
 
12
 
7
 
14
 
7
 
13
 
12
 
22
 
5
 
3
 
11
 
6
 
38
 
8
 
^ 1
 
7
 
17
 
28
 
1
 
1982
 
4
 
10
 
12
 
17
 
17
 
16
 
12
 
8
 
1
 
12
 
11
 
10
 
19
 
4
 
12
 
10
 
27
 
1
 
9
 
11
 
11
 
21
 
13
 
15
 
11
 
4
 
10
 
3
 
39
 
8
 
3
 
0
 
20
 
31
 
2
 
Other State Hospital
 
1981
 
0
 
3
 
4
 
10
 
7
 
5
 
2
 
3
 
2
 
5
 
5
 
1
 
4
 
3
 
4
 
3
 
7
 
5
 
1
 
3
 
0
 
8
 
3
 
6
 
2
 
3
 
3
 
6
 
5
 
3
 
3
 
4
 
3
 
10
 
0
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CDER Item/
 
Score
 
Adjustment to change/
 
Physical environment
 
1
 
2
 
3
 
4
 
Appendix Two
 
(continued)
 
1981
 
11
 
19
 
22
 
1
 
1982 

0
 
22 

30 

1
 
Other State Hospital
 
1981
 
5
 
4
 
8
 
0
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CDER - Appendix III
 
1. 	HOUSEHOLD CHORES (other than food preparation, bodmaking, washing
 
dishes)
 
N = 	Client is in a service setting in which he/she is prevented
 
from doing household chores
 
1 = Does not do household chores
 
2 = Attempts household chores but does not complete
 
3 = Does household chores, but not neatly (leaves dirt on floor,
 
spills garbage, etc.)
 
4 = Completes household chores neatly and independently
 
2. 	EATING
 
1 = Does not feed self, must be fed completely
 
2 = Attempts to finger feed but needs assistance
 
3 = Finger feeds self without assistance
 
4 = Feeds self using spoon, with spillage
 
5 = Feeds self using fork and spoon, with spillage
 
6 = Uses eating utensils with no spillage
 
3. 	TOILETING
 
1 = Not toilet trained or habit trained
 
2 = Is habit trained
 
3 = Indicates need to toilet self and/or must be placed on toilet
 
or bedpan
 
4 = Goes to toilet by self, needs assistance to complete toileting
 
5 = Goes to toilet by self, completes by self
 
4. 	LEVEL OF BLADDER CONTROL
 
1 = 	No control
 
2 = 	Some bladder control, accidents during waking hours (once a
 
week or more)
 
3 = Control during day, wets at night
 
4 = Complete control
 
5. 	LEVEL OF BOWEL CONTROL
 
1 = No control
 
2 = Some bowel control, accidents during waking hours (once a week
 
or more)
 
3 = Control during day, soils at night
 
4 = Complete control
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6. PERSONAL HYGIENE
 
(brushing teeth, washing, and behaviors specifically related to
 
gender and age, e.g., shaving, hair care, menses, use of deodorant)
 
1 = Does not tend to own personal hygiene
 
2 = Tends to some personal hygiene needs but does not complete
 
3 = Tends to and completes some but not all personal hygiene tasks
 
4 = Tends to own personal hygiene independently
 
7. BATHING
 
1 = Does not bathe or shower self
 
2 = Performs some bathing or showering tasks, but not all
 
3 = Bathes or showers self independently
 
8. DRESSING
 
1 = Does not put on any clothing by self
 
2 = Cooperates in putting on clothes (raises arms, etc.)
 
3 = Puts on some clothes by self
 
4 = Puts on all clothes but does not tie shoes, close all fasteners
 
or attend to other details
 
5 = Dresses self completely including all fasteners and other
 
details (buttons, zippers, shoes)
 
SOCIAL DOMAIN
 
9. UNACCEPTABLE SOCIAL BEHAVIOR
 
(stealing, excessive screaming, teasing, lying, etc.)
 
1 =.Unacceptable social behaviors prevent social participation
 
2 = Unacceptable social behaviors often disrupt social
 
participation
 
3 = Unacceptable social behaviors seldom interfere with social
 
participation
 
4 = Unacceptable social behaviors do not occur or do not interfere
 
with social participation
 
EMOTIONAL DOMAIN
 
10. AGGRESSION
 
1 = Has had one or more violent episodes, causing serious physical
 
injury within past year
 
2 = Has had one or more violet episodes, causing minor physical
 
injury within past year
 
3 = Resorting to verbal abuse and threats are typical of client's
 
behavior but client has not caused physical injury within past
 
year
 
4 = Episodes of displaying anger are undetected or rare and
 
appropriate to "the situation
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11,	 FREQUENCY OF SELF-INJURIOUS BEHAVIOR
 
(biting, scratching, putting inappropriate objects into ear, mouth,
 
etc.)
 
1 = 	Displays self-injurious behavior at least once a day and/or may
 
require restraint as a preventive measure
 
2 = Displays self-injurious behavior at least once a week
 
3 = Displays self-injurious behavior at least once a month
 
4= Displays self-injurious behavior not more than three (3) times
 
a year
 
5 = 	Rarely or never displays self-injurious behavior
 
12.	 SEVERITY OF SELF-INJURIOUS BEHAVIOR
 
(biting, scratching, putting inappropriate objects into ear, mouth,
 
etc.)
 
1 = Self-injurious behavior causes severe injury at least once per
 
week which requires a physician's attention
 
2 = Self-injurious behavior causes severe injury at least once a
 
month with requires physician's attention and/or minor injury
 
at least once per week which requires first aid
 
3 = Self-injurious behavior causes severe injury at least once a
 
year which requires physician's attention and/or minor injury
 
at least once per month which requires first aid
 
4 Behavior exists but no apparent injury occurs
 
5 Rarely or never displays self-injurious behavior
 
13. 	SMEAR FECES
 
1 = Smears feces at every opportunity unless prevented
 
2 = Smears feces once per week or more
 
3 = Smears feces not so often as once a week
 
4 = Smears feces only when agitated or nervous
 
5 = Never smears feces
 
14. 	DESTRUCTION OF PROPERTY
 
1	 Has caused serious property damage within the past year
 
2	 Has caused minor property damage on six (6) or more occasions
 
within the past year
 
Has caused minor property damage on two (2) to five (5)
 
occasions within the past year
 
4
 Has caused minor property damage once during the past year
 
5
 Does 	not damage property
 
15. 	RUNNING OR WANDERING AWAY
 
1 = Running or wandering away occurs daily unless prevented
 
2 = Running or wandering away occurs weekly but not daily unless
 
prevented
 
3 = Running or wandering away occurs at least once a month
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4 = Running or wandering away occurs,at least once every three
 
months
 
5 = Running or wandering away occurs at least one a year
 
6 = Running or wandering away is threatened but not attempted
 
7 = Does not run or wander away
 
16.	 DEPRESSIVE-LIKE BEHAVIOR
 
1istlessness, excessive crying and weeping, suicidal threats, etc.)
 
Y = Client is too young to display this type of behavior
 
D = Client is too disabled to display this type of behavior
 
1 = Depressive-like behavior inhibits all functions (prevents
 
interaction with others, daily activities, etc.)
 
2 = Depressive-like behavior substantially affects all functions
 
(limits communication and typical performance in daily
 
activities, etc.)
 
3 = Depressive-like behavior has minimal effect on functioning
 
(attends to daily activities with slight decrease in
 
performance, etc.)
 
4 = No evidence of depressive-like behavior (maintains typical
 
daily activities, etc.)
 
17. 	REACTION TO FRUSTRATION
 
Y = Client is too young to display this type of behavior
 
D = Client is too disabled to display this type of behavior
 
1 = Becomes aggressive or hostile in most daily situations when
 
thwarted, hindered or obstructed
 
2 = Becomes aggressive or. hostile at least once a week when
 
thwarted, hindered or obstructed
 
3 = Becomes aggressive or hostile less often than once a week when
 
thwarted, hindered or obstructed
 
4 = Deals effectively with frustration situations; rarely becomes
 
aggressive or hostile when thwarted, hindered or obstructed
 
13. 	REPETITIVE BODY MOVEMENTS
 
(hand flapping, rocking and other stereotypic behaviors)
 
Y = Client is too young to display this type of behavior
 
D = Client is too disabled to display this type of behavior
 
1 = Repetitive body movements occur continuously (with cessation)
 
during waking hours
 
2 = Repetitive body movements occur continuously but client can be
 
distracted from behavior (when attending to task, etc.)
 
3 = Some repetitive body movements occur daily regardless of
 
situation
 
4 = Repetitive body movements occur only under conditions of
 
excitement and/or stress
 
5 = No apparent repetitive body movements
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19. 	INAPPROPRIATE UNDRESSING
 
Y = Client is too young to display this type of behavior
 
D = Client is too disabled to display this type of behavior
 
1 = Undresses self inappropriately in shopping centers,
 
playgrounds, schoolrooms, etc.
 
2 = Undresses self in residence inappropriately more than once per
 
week
 
3 = Undresses self in residence inappropriately not more than once
 
per week
 
4 = Does not undress self inappropriately
 
20. 	HYPERACTIVITY
 
(as manifested by over-excitability, restlessness, constant
 
movement; exclude CNS spastic movements)
 
D = Client is too disabled to display this type of behavior
 
1 = Is hyperactive in all environments even with individual
 
attention (one-to-one supervision)
 
2 = Is hyperactive except when given individual attention (one-to­
one supervision)
 
3 = Is hyperactive only in stressful situations (when in groups of
 
unfamiliar people, when being reprimanded, etc.); hyperactivity
 
is otherwise controlled by behavior modification techniques
 
and/or medication)
 
4 = Hyperactivity is controlled by behavior modification techniques
 
and/or medication
 
5 = No apparent hyperactivity
 
21. 	TEMPER TANTRUMS
 
(emotional outbursts) , .
 
D = Client is too disabled to display this type of behavior
 
1 = Typically displays temper tantrums daily and/or may require
 
restraint as a preventive measure
 
2 = Typically displays temper tantrums at least once a week but not
 
daily
 
3 = Typically displays temper tantrums at least once a month but
 
not weekly
 
4 = Displays temper tantrums not more than three (3) times a year
 
5 = Does, not di spl ay temper tantrums
 
22. 	RESISTIVENESS
 
(inappropriate stubborn and uncooperative)
 
Y = Client is too young to display this type of behavior
 
D = Client is too disabled to display this type of behavior
 
1 = Is resistive in all situations
 
2 = Is resistive in one or more situations
 
3 = Is resistive only in stressful situations (when in groups of
 
unfamiliar people, when being reprimanded, etc.)
 
4 = Is not resistive
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23. 	ADJUSTMENT TO CHANGES IN SOCIAL RELATIONSHIPS
 
(change of caretaker, disruption of friendship group)
 
D = Client is too disabled to display this type of behavior
 
1 = Changes in social relationships cause disruption of typical
 
functioning which extends over at least a S-month period
 
2 = Changes in social relationships cause disruption of typical
 
functioning but there is improvement within one month
 
3 = Changes in social relationships do not appear to disrupt
 
typical functioning ^
 
4 = Changes in social relationships appear to lead to improvement
 
and personal growth
 
24. 	ADJUSTMENT TO CHANGES IN PHYSICAL ENVIRONMENT
 
D = Client is too disabled to display this type of behavior
 
1 = Changes in physical environment cause disruption of typical
 
functioning which extends over at least a 3-month period
 
2 = Changes in physical environment cause disruption of typical
 
functioning but there is improvement within one month
 
3 = Changes in physical environment do not appear to disrupt
 
typical functioning
 
4 = Changes in physical environment appear to lead to improvement
 
and personal growth
 
